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ABSTRACT 
 
SHEILA MARIE POGGE 
THE EXPERIENCE OF LIVING WITH CHRONIC ILLNESS: A HEURISTIC STUDY 
AUGUST 2013 
This investigation explored the phenomenological experience of living with 
chronic illness.  A qualitative method involving a heuristic approach was employed, 
including analyst triangulation.  The investigation utilized a mixed method, combining 
archival data analysis as well as new data collection.  In addition to eight archival 
interviews used from a former study (Pogge, 2011), three more new interviews were 
conducted to expand the scope of the study.  The previous investigation (Pogge, 2011) 
was limited to an initial, broad level content analysis calling for a more in-depth analysis 
for the present investigation.  Therefore, a heuristic approach, which was substantially 
more demanding in terms of depth analysis, was employed to develop a more complex 
portrayal of the phenomenon of living with chronic illness.  As required in heuristic 
inquiry, the present investigation benefited from the critical additional element of the 
author’s own explicated personal experience and perspective of living with chronic 
illness.  Ten composite themes were found across all 11 data sets which included: 
isolation versus being alone, resignation versus acceptance, external-denial versus 
internal coping, distancing from symptoms versus symptom management, coping, 
identity, trauma, power and control, uncertainty versus trust, and invisibility versus 
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visibility of chronic illness and disability.  Implications for theory, practice, research and 
policy/advocacy are presented.   
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CHAPTER I 
 
INTRODUCTION 
Introduction to Issues of Chronic Illness and Disability 
 This chapter serves as an introduction to the issues pertaining to chronic illness 
and disability.  In this introductory chapter, a section which illustrates how historical 
figures who have lived with a variety of chronic illnesses and disabilities demonstrate a 
wide range of psychological and social issues facing this population will be first 
presented.  The purpose of this section is to begin to introduce the reader to these 
complex psychological issues by providing clear examples which are found to be readily 
accessible within common U.S. American culture.  These biographical accounts will help 
highlight and raise important phenomenological inquiries about the experience of living 
with chronic illness and these questions will be pointed out throughout the biographical 
presentations.  Empirical inquiries which are cued to the reader will be subsequently 
addressed in the literature review chapter of this dissertation.  The historical figures 
included are: Stephen Hawking, Ludwig van Beethoven, Ray Charles, Helen Keller, 
Christopher Reeve, Michael J. Fox, and President Franklin Delano Roosevelt.            
Following the presentation of historical figures who have experienced chronic 
illness and disability, an overview of chronic illness and disability will be next reported.  
The overview section will discuss prevalence of chronic illness and disability among the 
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population, changes in disease, and social issues.  The overview presentation will be 
followed by a section providing an introduction to the role of psychology within the 
health community, and contributions made specifically by the fields of counseling and 
health psychology.  Presentation of the fields of counseling and health psychology will 
include: contributions of multicultural sensitivity and vocational contributions made by 
the field of counseling psychology towards individuals living with chronic illness and 
disability, current conceptualization trends in the field of health psychology utilizing the 
biopsychosocial model, and a segment devoted to crediting foundational historical origins 
within the field of psychology that launched examination of the role physical health plays 
in holistic well-being.  An explanation will then follow these sections regarding the 
relevancy and purpose of integrating the primary researcher’s previous works into the 
present investigation.  Formal definitions as a means of acquainting the reader with terms 
which will be utilized throughout the current study are presented last.   
Rationale for Incorporating Historical Figures 
There are multiple famous historical examples of individuals who have publicly 
struggled with and overcome various forms of chronic illness and disability.  Many of 
these individuals have profound, moving stories in which parallels between them can be 
drawn and yet, in each individual case there rises something special and awe inspiring.  
Common experiential themes of living with chronic illness emerge, but so do very unique 
nuances among these historical individuals.  A presentation of how some famous 
individuals confront their illnesses will illuminate the importance and relevance of how 
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individual biographical accounts portray many different facets of the experience of living 
with chronic illness.  The examples in the following subsection will help to demonstrate 
how the experience of living with chronic illness is a richly deep and complex 
phenomenon that is not easily or neatly quantified into a precise measure.   
Because the phenomenological experience of living with chronic illness is not 
easily subjected to the methodological approaches of quantitative analysis, the following 
anecdotes illustrate how employment of a qualitative approach was called for in the 
current investigation.  Qualitative methodology is particularly suited to examining lived 
experience and providing descriptive depth using small samples.  In this way, qualitative 
research goals are fundamentally different from quantitative methods, and allow the 
examination of individual phenomenological accounts of living with chronic illness in 
flexible and complex ways, which may benefit scientific endeavor and possible future 
clinical applications (Patton, 2002).  It is not a question of qualitative or quantitative 
methods being superior to the other, but of how particular research questions are best 
served by one methodology or the other (Patton, 2002).  Touching on these famous 
biographical stories also serves the purpose of providing an introduction to seeing how 
qualitative methodological approaches work and function by pointing out emergent 
themes and calling attention to meaningful nuances.   
Historical Figures of Chronic Illness and Disability 
The following historical accounts are a preview of sorts to the individual 
participants’ anecdotal interviews which have been similarly utilized to depict the 
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experience of living with chronic illness in the present study.  However, the specific 
instrumentation, procedures, and analysis of participant depictions have been explicated 
in much greater detail in the method section of this dissertation.  Chronic illness and 
disability may be experienced as a painful psychological transition, but it also may 
eventually be experienced as a gift of wisdom and insight as the following accounts 
portray.   
Stephen Hawking.  Stephen Hawking is considered by many to be one of the 
most brilliant physicists of modern science.  He is best known for his theoretical work on 
black holes.  While attending his final year at Oxford, Hawking noticed a decline in his 
mobility.  He went on to Cambridge and was soon diagnosed with amyotrophic lateral 
sclerosis (ALS).  Initially he did not believe pursuing a doctorate was worthwhile, 
because he did not anticipate living long enough to see it through.  However, his hopeless 
perspective began to change when he was hospitalized and witnessed a boy die of 
leukemia.  He drew the conclusion that there were people who had things worse off than 
he did.  Following his hospitalization, he wrestled with existential issues surfacing in his 
dreams.  He dreamt he was going to be killed and discovered that his life could gain 
purpose through sacrificing and serving others, making his death meaningful.  Until then, 
Hawking had often experienced boredom and apathy in life.  He met and fell in love with 
a woman, and they decided to marry.  Changes he made toward embracing this romantic 
relationship, led to a renewed sense of investment in life and he began to work diligently 
to secure a future for himself and his wife (Hawking, 1993). 
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Despite the fact that his chronic illness was rapidly progressing, his reputation 
within the scientific community took off with great admiration and respect for his 
research.  Until 1974, Hawking was functional enough to self-feed and transport in and 
out of bed.  Unfortunately, his condition continued to deteriorate, and a research student 
moved in to provide physical support in exchange for individualized mentoring.  In 1985, 
Hawking contracted pneumonia, and nurses began visiting his home in the morning and 
evening.  Eventually several foundational grants supported a tracheotomy surgery.  By 
this point, Hawking required 24-hour in-home nursing care.  Before his operation, his 
speech was slurred and increasingly unintelligible.  It would seem Hawking’s wealth of 
knowledge and significant contribution to modern physics might be lost because of his 
increasing constraints to communicate his ideas.  A technological expert, named Walt 
Woltosz, sent Hawking his designed computer program, which he had labeled Equalizer.  
Woltosz’s computer program made it possible for Hawking to communicate by choosing 
words on a screen by activating a hand-held switch or using head or eye movements.  
After Hawking organized his ideas, he would send them to a speech synthesizer.  Because 
of technological assistance devices, Hawking’s ideas were not lost, but rather, his theories 
continued to be developed and expressed for the scientific community to evaluate, learn, 
and explore (Hawking, 1993).   
    Sadly, Hawking has been mired by public allegations of abuse perpetrated by 
his care-giving second wife.  While Hawking denied the allegations, a nurse came 
forward in 2006 stating that she left his employ because she could not stand to witness 
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the neglect and abuse.  During his second marriage, Hawking sustained multiple 
mysterious injuries.  Among the allegations reported, Hawking was humiliated by being 
refused access to a urine bottle and consequently wetting himself.  Allegations of neglect 
were so severe that he was reportedly left outside on the warmest day of the year 
resulting in his suffering a severe sunburn and heatstroke.  He allegedly sustained a 
gashed cheek from a razor, slipped too low in the bathtub allowing water to reach his 
tracheotomy site in his throat, and sustained a fractured wrist from being struck against 
his wheelchair.  Prior to the investigation of these injuries, one of Hawking’s coworkers 
at Cambridge reported that she had noticed abrasions and cuts on him.  The nurse who 
came forward asked Hawking why he remained with his wife and, according to her, he 
replied, “Any relationship was better than none” (“Hawking’s nurse, 2006”).   
Whether or not these allegations are true, it highlights the vulnerability people 
living with chronic illness and disability experience (“Hawking’s nurse, 2006”).   
Hawking’s story reveals how important his assisted devices were in making his valuable 
contributions to science possible, and it illuminates how people of disability may be 
susceptible to neglect, abuse, and frightening vulnerability.  Neglectful care-giving has 
been touched on briefly in the following literature review chapter.   
In a paralleling way to Stephen Hawking, another man first greeted his illness 
with bitterness, contempt, and hopelessness.  Personal pride was destroyed and feelings 
of uselessness set in, along with suicidal ideation, until a dramatic psychological shift 
took place in which he believed his fullest talents must be realized before his life ended.  
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This individual became known as one of history’s greatest artists and composers, Ludwig 
van Beethoven (Lockwood, 2003).   
Ludwig van Beethoven.  Ludwig van Beethoven was born in a small town in 
Germany in 1770.  Slowly over time, Beethoven lost his ability to hear.  The impact of 
losing his hearing would have an intense impact on Beethoven, particularly in terms of 
his relational patterns and the construction of his sense of self.  Beethoven grew 
increasingly angry, bitter, and sullen as he struggled to communicate with others.  His 
communicative limitations caused him to retreat from socialization, and consequently he 
developed feelings of alienation.  Overcome with shame, he could not face others and 
speak openly about his disability.  Increasingly, he felt misunderstood by other 
individuals, pushing him deeper into isolation (Lockwood, 2003).   
In his isolation, naturally his focus turned inward and, because of his inability to 
express his feelings with another, he increasingly became a prisoner to the torment of his 
own inner world of contempt and pain.  While in isolation, he tried various treatments, 
some of them extremely painful as he attempted to rid himself of the hearing loss 
affliction (Sadie, 1967).  He developed anxiety about how his loss of hearing would 
impact his profession as a composer and orchestra conductor, and moreover how his 
competitors might use his disability against him.  While he could write a score of music 
by hearing the notes in his mind, his ability to teach piano lessons and conduct an 
orchestra would become impossible.  Beethoven began to feel helpless and hopeless 
about his career prospects (Sadie, 1967).   
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His depressive feelings and anguish became so intolerable that he wrote a letter to 
his two brothers describing his inner world.  In his letter known as the “The Heiligenstadt 
Testament” (Lockwood, 2003, p. 115), Beethoven reveals his painful social withdrawal 
and suicidal ideation.  This sense of resignation appeared to suddenly give way to 
feelings of acceptance leading to a dramatic renewed sense of purpose.  Beethoven 
reflects this psychological transformation from feelings of shame and humiliation to 
feelings of hope in his own words: 
Such experiences brought me close to despair; a little more of that and I would 
have been at the point of ending my life.  The only thing that held me back was 
my art.  Oh, it seemed to me impossible to leave the world until I had produced all 
the works that I felt the urge to compose (Lockwood, 119).  
 
 This psychological adjustment appears to be tapped from his passion for music 
which, ironically, was one of the very original sources of his pain.  Yet, when he was able 
to compensate by focusing on creating the score in his mind, a language of music poured 
out of him, allowing Beethoven a channel of self-expression.  With this emotional 
awakening and psychological resolve, he went on to produce an enormous amount of 
musical works in a very short time (Lockwood, 2003).  Art, music, and recreational forms 
of coping with chronic illness have been discussed more in-depth in the literature review 
chapter of this dissertation.  Similarly, themes of resignation versus acceptance and 
coping mechanisms of compensation have also been examined in future sections.       
Beethoven is credited with overcoming his chronic condition and continues to be 
regarded as one of the greatest musicians of all time (Lockwood, 2003; Sadie, 1967).  
Years later, another disabled musician would rise to fame and would similarly win the 
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world over with his soulful talents and be recognized as the great Ray Charles (Lydon, 
1998; Robinson Jr., 2010).        
Ray Charles.  Ray Charles was born in 1930 in Albany, Georgia.  While his 
mother, Retha, was a dedicated parent, his father was not a figure in his life.  Charles was 
born into severe poverty and during a time of segregation in the U.S.  African Americans 
were denied access to many different types of resources and were often met with 
discrimination and violence from Caucasian individuals.  At the age of five, Charles 
suffered the traumatizing experience of witnessing the drowning of his younger brother 
George, who had fallen into a tub of water.  A year later, he began to develop mucus in 
his eyes, which steadily worsened.  His mother, Retha, took him to see the doctor in town 
who treated African Americans.  Charles was then referred to a clinic fourteen miles 
away and received the diagnosis that he would soon become totally blind.  In later life, 
Charles’ physicians believed that his blindness was brought on by congenital juvenile 
glaucoma.  Despite Charles’ intense desire to remain close to his mother, Retha insisted 
that he be sent away and enrolled into a school for the blind (Lydon, 1998).   
At the age of seven, Charles left his mother and home to travel to St. Augustine, 
Florida and began his studies.  The Florida School for the Deaf and Blind was divided 
into two campuses.  The North Campus was reserved for Whites who had access to 
greater resources and more educators.  Charles was assigned to the South Campus, which 
was understaffed and had underpaid African American teachers who struggled with 
limited resources for the children.  For example, when a typewriter would break or would 
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become worn out from overuse, it would then be given to the South Campus for the 
African Americans to use.  In fact, Braille books which had been worn down so much 
that they were indecipherable would frequently be handed down to the South Campus for 
African Americans to use.  Charles would suffer with feelings of home sickness, but he 
continued to learn and grow in his studies.  When he was 14, his mother, Retha, died 
suddenly leaving him very much alone.  Charles suffered many tragedies, and as an adult 
he struggled with heroin abuse and had multiple tumultuous relationships with women 
(Lydon, 1998).                      
In his early life, Charles began developing his interests and talents with music and 
landed performances in Jacksonville, Florida.  His career took off, and he became widely 
known for his brilliance in soulful music.  He is probably best known for his song, 
Georgia on My Mind. He would break through racial restrictions and cultural taboos and 
negotiate a legal arrangement with his record label in which he owned his master tapes.  
Despite developing blindness, being born into impoverished conditions during the great 
depression, and suffering the social impact of segregation, Ray Charles became known 
world-wide as one of the greatest musicians of the 20
th
 century (Lydon, 1998; Robinson 
Jr., 2010).  Charles’ story raises some important questions for how issues of oppression 
such as race, class, and accessibility to resources may impact people of disability.  These 
issues have been addressed more in-depth in future sections.  Another famous artist who 
faced not only blindness as a disability, but who also experienced the compounding 
effects of oppression, in the form of gender bias, was Helen Keller (Berger, 2003).        
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Helen Keller.  Helen Keller is historically one of the world’s most notable 
symbolic supporters for individuals living with chronic illness and disability (Herrmann, 
1998).  Helen Keller was born in 1880 in Tuscumbia, Alabama.  She developed acute 
congestion of the stomach and brain when she was 19 months old.  As a result of the 
disease, she became deaf and blind at the time in her development when she was 
beginning to learn speech.  When she was seven years-old, Anne Sullivan came to 
educate Keller.  Tracing the words with her finger into Keller’s hand, Anne instructed her 
and began teaching her language.  Abstract ideas were particularly difficult for Keller to 
grasp until one day Anne spelled the word “think” on Keller’s forehead.  Linguistics and 
the understanding of abstract cognition suddenly opened up for Keller.  She would later 
learn from Sarah Fuller to listen and communicate with others by lightly placing her hand 
over the mouth of others and reading their lips when they spoke.  While she had a 
challenging start in learning language, she graduated cum laude from Radcliffe with a 
bachelor’s degree in English (Berger, 2003).  She would amaze the world with her 
prolific writing, as she eventually wrote fourteen books.  She is noted for being extremely 
well-traveled and building relationships with famous individuals, such as, Mark Twain 
and Charlie Chaplin (Harrity & Martin, 1962).   
In a manner much like the way Stephen Hawking gained support through the 
invention of an assistance device, Keller also met a great inventor who was devoted to 
creating hearing aids and lent support to the hearing-impaired community.  Keller’s 
famous inventor friend was none other than Alexander Graham Bell (Harrity & Martin, 
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1962; Herrmann, 1998; Berger, 2003, St. George, 1992).  It is well documented that these 
two formed a very strong bond and even traveled together (Harrity & Martin, 1962; 
Herrmann, 1988; Berger, 2003; St. George, 1992).  Keller described in one of her 
autobiographies how Bell would help her to understand the way messages could be 
transmitted through wires (Berger, 2003).  He also introduced her to inventions of 
autophones, phonographs, and telephones (Berger, 2003; St. George, 1992).   
Helen Keller was widely perceived as pure and wholesome by society until she 
became an instrumental agent for social justice by strongly advocating that women be 
allowed a voice in legislation for property and wages.  She was heavily influenced by 
Marxist ideas and was a self-proclaimed socialist.  She is noted for her social activism for 
people of disability, individuals living in poverty, and women.  However, her socialist 
ideology and her feminist activism made her a media target, and she was perceived as a 
radical.  Newspapers minimized her voice by reporting that, because of her disability, she 
could not be well informed about politics or social affairs.  However, Keller remained 
undeterred by the patronizing reports and continued to push the boundaries of social 
taboos.  She successfully published articles on the prevention of venereal diseases, which 
frequently led to a source of blindness in newborn children.  Raising awareness about the 
spread of sexually transmitted disease was rarely discussed in public settings in the early 
20
th
 century, but Keller remained determined to educate the public about the health risks.  
In 1964, President Lyndon B. Johnson presented Keller with the Presidential Medal of 
Freedom, which is the most prestigious civilian award (Herrmann, 1998).  Helen Keller 
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embraced the darkness of her disability and formed her own source of light as she uttered 
the words, “I thank God for my handicaps, for through them I have found myself, my 
work, and my God” (Harrity & Martin, 1962, p. 7).    
Like Keller, who advocated for underprivileged individuals living in 
impoverished conditions struggling for resources, modern day disability activists 
continue to express concerns about accessibility of resources.  Modern day rhetoric often 
includes frustrations toward insurance companies.  Until his recent death, a prominent 
figure who advocated for increased resources for people of disability in present times was 
former actor, Christopher Reeve (Reeve, 2002).  
 Christopher Reeve.  Christopher Reeve was born in 1952 and is best known for 
his film portrayal of Superman: The Movie, which debuted in 1978, and the Superman 
sequels that followed.  In 1995, he suffered an equestrian accident in which he broke his 
neck merely centimeters below his brain stem, requiring an operation to reattach the base 
of his skull to his spinal column with titanium, wire, and grafted bone extracted from his 
hip.  He was told that if he survived the surgery he would be paralyzed from the 
shoulders down and would require breathing assistance.  Reeve successfully made it 
through the operation, but he developed complications of ulcers and pneumonia, and 
initially he had to be fed through a feeding tube.  Feelings of hopelessness and suicidal 
ideation plagued Reeve’s mind (Reeve, 2002).   
Every morning, using a sliding board and wrapping Reeve’s torso in Ace 
bandages, a team of health professionals would attempt to rise him up into a sitting 
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position before transferring him into his wheelchair so that he could be moved to another 
area to greet visitors.  His head and neck needed to be secured and guarded from 
movement in a cervical collar.  When he would sit up, his blood pressure would drop, 
causing Reeve to pass out.  There would be a wait period before he and his team could 
attempt to prop him up again.  This exhausting process often took two or three trials 
before he successfully managed an upright position and obtained access to the 
wheelchair.  
Reeve (2002) began rigorous, painful physical therapy targeting head and 
shoulder motions.  Increasingly he regained small, controlled movements, which felt 
enormously successful, leading to an abandonment of suicidal feelings and a renewed 
hope for the future.  The left side of his upper torso was considerably weaker than the 
right side, and biofeedback was utilized to assist in regaining sensory and functional 
recovery.  Determined to disprove his physicians, who believed recovery would be futile, 
he spent hours working with the biofeedback machine and made large strides in 
improvement.  A section of this dissertation is devoted to explaining specifically how 
biofeedback works and its benefits for patients in the literature review.  Reeve’s 
psychological transition from suicidal thoughts to a more hopeful outlook parallels 
Beethoven’s dramatic shift away from suicidal thoughts.  However, Reeve’s transition 
departs from Beethoven in the sense that it was because his condition improved whereas 
Beethoven seemed to change as a result of resignation and finally acceptance of 
deterioration (Lockwood, 2003; Reeve, 2002).         
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Mirroring Keller’s (Berger, 2003) assertions, Reeve (2002) believed that wealth 
and privilege dynamically intersect with health outcomes.  He reported that his financial 
privilege afforded him accessibility to resources, such as the ability to purchase expensive 
in-home exercise and medical equipment that others in lower socio-economic brackets 
struggled to obtain.  Consequently, Reeve began his social justice work for people of 
disability by campaigning for legislative changes.  Despite all of his physical challenges, 
Reeve declared that his business schedule actually increased with patient advocacy 
appearances and speaking engagements after he became disabled.  He also founded the 
Christopher and Dana Reeve Foundation to help fund spinal cord research and to promote 
advocacy for spinal cord injury patients.    
As part of his activism, Reeve (2002) pursued insurance companies with the hope 
of appealing to them for increased patient coverage and assistance.  Reeve reported that 
he met with multiple insurance executives who stated that donating 1 percent of their 
revenue would result in irreparable financial constraint.  Reeve denigrated these claims 
by arguing that insurance companies should be held accountable for their profit margins.  
He illustrated his position by describing how a mother pleads for a chair so that her 
quadriplegic child may be granted the basic human ability to bathe, but then painfully 
goes denied (Reeve, 2002).   
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According to Reeve (2002), he made an unsettling discovery about insurance 
companies and expressed harsh claims in one of his autobiographies in the following 
remarks: 
During negotiations with our insurance carrier, we discovered the main reason 
patients are routinely denied even the essentials: only 30 percent fight back.  Since 
70 percent of their policyholders are easily intimidated, there is no upside for 
compliance.  Moral responsibility does not drive the insurance industry.  
Threatened lawsuits are often necessary to get results (p. 89). 
 
As unrelenting as he was in pursuing his ability to walk again, Reeve worked diligently 
and instrumentally with congressional leaders to write legislation in support of patients 
and to help give voice to underprivileged members of the disability community (Reeve, 
2002).   
While much less repudiating in delivery, Reeve (2002) also described feeling very 
irritated and dissatisfied with mental health professionals and their inability to connect 
and relate with him.  When Reeve was hospitalized, he experienced their presence as 
condescending, and he expressed his frustration by stating, “Psychologists came to the 
bedside, but their tone was often patronizing, and I was usually relieved when they went 
away” (p. 13). 
 This sense of disconnect between Reeve and his mental health professionals 
raises critical questions as to whether or not Reeve was resistant to psychological 
treatment or if a gap exists in psychological training for this population.  It is possible 
that within the psychological community there is a lack of deeper understanding and 
empathy for the traumatic experience of awakening to the sudden onset of severe 
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disability and chronic condition.  The current researchers sought to unearth the multi-
faceted phenomenological complexity of living with chronic illness and disability, and it 
is hoped that deeper exploration into these issues may serve as a benefit for clinical 
applications like Reeve’s case and other chronic health conditions.      
In his autobiography, Reeve (2002) revealed another key feature of his lived 
experience, which is directly relevant to the purpose and mission of the current 
investigation.  He reported hearing from other spinal cord injury patients who described 
being content with living in a wheelchair and that they would not want to change their 
circumstances.  He also heard from other patients who sought to deter him from putting 
too much energy into the hope of finding a cure.  While Reeve respected these alternative 
perspectives, he maintained a very different attitude and reaction to his diagnosis.  He 
maintained a conviction that he would regain sensation and would walk again.  Reeve’s 
description of these varying attitudes underscores an important point.  While two people 
may share the same diagnosis, they may have very different experiences and reactions to 
that shared diagnosis.  A qualitative approach was used in this dissertation to illustrate 
these kinds of nuances.    
As it was reported earlier in this introduction chapter, the medical and 
psychological professions have shown some movement towards embracing a mind-body 
perspective.  It would appear that patients such as Reeve agreed with and validated this 
approach (Reeve, 2002).  He expressed a belief that an intricate relationship persists 
between mind and body.  He described how a minor skin irritation in his ankle formed an 
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open wound and soon spread uncontrollably up his leg, becoming life-threatening.  
Initially amputation of the limb was recommended by his physicians, but he refused to 
consider this option.  Reeve (2002) was prescribed a very aggressive antibiotic, which 
was uncertain to prove to be a successful treatment.  He credits the chemical properties of 
the drug for eventually healing the condition.  However, he also credits power of the 
mind as a source of this experience in healing.  He spent hours visualizing it healing and 
maintained a sense of stubborn, relentless conviction that his situation would improve 
and finally heal (Reeve, 2002).   
This positive mind-body perspective was also reflected in his persevering attitude 
to work with the biofeedback machine to regain motion in his shoulders.  He expressed 
ideas that anxiety could create illness and that illness could create anxiety.  Furthermore, 
he believed that the reverse was true.  Relaxation and positive focus could create health, 
and health contributed to positive attitudes and overall perspective.  This personal 
philosophy armed Reeve with the ability to keep pushing forward step by step in his 
pursuit of recovery and functional well-being (Reeve, 2002).   
At an unusually young age, another modern day actor received a diagnosis of 
Parkinson’s disease, which is more commonly diagnosed among much older populations.  
He described how his chronic illness was a gift and that it provided him insight into his 
life.  This individual is the famous film and television star, Michael J. Fox.  The timing of 
onset of illness and developmental factors create important compounding psychological 
issues.       
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 Michael J. Fox.  Michael J. Fox is considered a U.S. actor, though originally 
from Canada.  He starred in television and many films.  He is best known for his 
portrayal in the movie, Back to the Future, and the following sequels released in the mid 
1980s and early 1990s and for his portrayal of Alex P. Keaton in the television sitcom, 
Family Ties.  Before his diagnosis of Parkinson’s disease, Fox declared that he was 
spoiled, self-involved, focused heavily on acquiring money and fame, and that success 
came very easily to him.  He was often pampered by the people who surrounded him, was 
rarely held responsible and, because of his fame, he was even absolved of traffic tickets.  
He never really struggled with adversity and took life for granted.  He lived life in the fast 
lane, collecting beautiful, expensive cars, enjoying many different women in his life, and 
for a long time, he was a heavy drinker.  The primary inquiry Fox toyed with was how 
much more could he expand living such a life of splendor and luxury?  However, when 
he received his diagnosis of Parkinson’s disease, his life took a dramatic shift causing 
him to raise new questions about whether or not he would be alive to see the fruits of his 
wealth and fame (Fox, 2002).      
 In 1990, Fox awakened to a trembling pinkie finger.  He was tested and received a 
clean bill of health.  However, over time the shaking in his hands became much worse.  
At this point he had gotten married, and his wife urged him to see a neurologist, but he 
refused to acknowledge the symptoms for a very long time.  His condition deteriorated, 
and finally he buckled against the pressure of his increasing symptoms and sought 
medical attention.  He was shocked to learn that he was diagnosed with Parkinson’s 
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disease in his early 30s, a disease more often associated among geriatric populations.  
Fox continued to remain in denial of his symptoms and diagnosis.  He refused to discuss 
his illness with his doctor, his family, or anyone else.  Emotionally, he was estranged 
from all of his loved ones, and he became increasingly isolated from those around him.  
Denial provided him with a false comfort that if he could live in the past before his 
diagnosis, before the tremors began, when life had endless possibilities, and he was 
healthy, then perhaps he could escape the dread of what lay before him down the road 
(Fox, 2002).     
 Fox found himself confronted with a lawsuit over a property dispute requiring him 
to testify on the witness stand.  Fearful that the jury would perceive his trembling hands 
as a sign of deception, he shoved them under his legs to hide his chronic condition from 
public scrutiny.  He won the lawsuit and not long after that his wife convinced him to see 
a psychologist.  For the first time, Fox was learning to be accountable for his life.  He 
was accustomed to getting things his way and when his psychologist insisted that he 
remain committed to his regularly scheduled appointment time, he was startled by the 
boundary, and yet, found it refreshing at the same time.  Fox heavily credits his 
psychologist for not only helping him overcome denial of his illness, but also forming 
acceptance of his illness (Fox, 2002).   
Fox credits another important source for breaking through his emotional walls and 
leading him towards acceptance.  He began to view his illness through the eyes of his 
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very young child named, Sam.  He described this shift in perspective in the following 
remarks: 
Sam’s childlike willingness to accept my condition without dwelling on all its 
implications had a powerful influence on me.  I’d conditioned myself to relate to 
the symptoms of the disease strictly as evidence of loss, of facility and freedom 
being taken away, but Sam’s reaction suggested other possibilities.  His curiosity 
awakened my own.  If my condition could provide an opportunity to 
communicate so honestly and intimately with my son, what else might it bring?  
Clearly, to Sam, I was still “Dad,” just “Dad with a wiggly hand.”  Was it possible 
that I could look at things the same way, that I was still me—just me plus 
Parkinson’s? (Fox, 2002, p. 192).  
 
Fox’s psychological transformation continued to take a dramatic turn when he 
decided to hire a tutor and obtain his high school graduate equivalency diploma.  Fox had 
never graduated from high school and, while he had achieved a great deal of acting 
success, his incomplete high school education had always bothered him.  He was 
embracing life and squaring away all the things he wished he had done but never gotten 
around to doing.  His life became fuller and more meaningful.  No longer was he putting 
off, but rather, he was living more in the now.  Fox quit drinking entirely and has not 
indulged in alcohol since he embraced his illness.  He focused more on accepting acting 
projects for which he felt passionate and garnered personal enjoyment, rather than 
pursuing purely lucrative acting projects on the basis of generating high income.  His life 
became increasingly more about personal enrichment and less about making money (Fox, 
2002).   
This psychological adjustment was further evidenced when Fox underwent very 
risky neurosurgery to alleviate the severe tremors in his left hand.  When the surgery 
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proved successful, he felt elated.  Soon after the operation, however, his right hand began 
to shake.  Instead of feeling frustrated and angry with the turnabout of his symptoms, he 
chose to accept this emergence of symptoms in his right hand as a reality check.  
Meaning, he realized that his illness is a progressive disease and that he will not be able 
to hold it at bay indefinitely.  Rather, Fox chose to form acceptance with his illness (Fox, 
2002).         
 After informing Fox of his diagnosis, his physician estimated that Fox could 
remain in acting for another ten years.  Reflecting on his physician’s diagnosis and report 
of prognosis, Fox proclaimed:  
What he did not tell me—what no one could—is that those last ten years of 
coming to terms with my disease would turn out to be the best ten years of my 
life—not in spite of my disease, but because of it (Fox, 2002, p. 5). 
 
Fox was stunned by the psychological transformation his illness would bring to 
his life and described it as a gift, which became treasured and precious to him.  He 
iterates this feeling in the following passage of his autobiography:  
If you were to rush into the room right now and announce that you had struck a 
deal—with God, Allah, Buddha, Christ, Krishna, Bill Gates, whomever—in 
which the ten years since my diagnosis could be magically taken away, traded in 
for ten more years as the person I was before—I would, without a moment’s 
hesitation, tell you to take a hike….I would never want to go back to that life—a 
sheltered, narrow existence fueled by fear and made livable by insulation, 
isolation, and self-indulgence.  It was a life lived in a bubble, but bubbles, being 
the most fragile construction, are easily destroyed.  All it takes is a little finger” 
(Fox, 2002, p. 5).   
 
Perhaps, one of the key features of Fox’s experience is the credit he gives to his 
psychologist for helping him navigate through his denial and forming acceptance of his 
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illness (Fox, 2002).  His experience illustrates how psychologists may play an 
instrumental role in assisting individuals with overcoming the painful, emotional effects 
of living with chronic illness.  This aspect of his story also highlights how a more 
complex scientific understanding of these psychological transition issues, such as the 
present investigation, may be beneficial for future clinical applications.  Issues of denial 
surfaced throughout Fox’s experience (Fox, 2002), and this particular type of coping 
strategy was evaluated again in the literature review chapter.   
Fox’s story highlights forming a relationship with the illness, developing 
acceptance of the illness, and in his case, embracing it as a gift.  Initially he withdrew 
from his loved ones, but according to Fox, his relationships were eventually deepened as 
a result of his illness and became richer in meaning for him.  His initial reaction was 
withdrawal and isolation (Fox, 2002), which is a common response to a diagnosis of a 
chronic illness (Schattner, Shahar, Lerman, & Shakra, 2010).  Isolating experiences 
among chronically ill individuals have been discussed in the literature review.  
Furthermore, a section devoted specifically to changes in relationships was included for 
empirical support in the following chapter.   
Fox’s (2002) biography raises questions such as, “How is it that a man who was 
diagnosed in his early 30s with a serious, incurable condition perceives himself now as a 
lucky individual?”  Developmental factors, such as Fox’s diagnosis being received at a 
relatively young age, create unique nuances in psychological adjustment and have been 
elaborated more emphatically in the scientific literature review.  Fox’s autobiographical 
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account illustrates how diagnosis of a chronic illness can trigger a drastic psychological 
transition.  Excavating the hidden properties of how such a transformation takes place 
would be helpful for not only others who struggle with illness, but unearthing the healing 
psychological properties of how such a change occurs may serve to provide insight for 
confronting a wide range of challenges and life struggles.  Another man who would 
experience the trepidation of public stigmatization and would take enormous measures to 
conceal his chronic illness is former U.S. President Franklin Delano Roosevelt (Black, 
2003).       
President Franklin Delano Roosevelt.  Franklin Delano Roosevelt was born in 
1882 and grew up to be recognized for his strong physique and athleticism.  He would 
eventually become president of the United States, but not before he would be challenged 
with a sudden chronic illness leaving him painfully disabled.  Returning from one of his 
usual swims, he found himself to be inexplicably exhausted.  He retired to bed and 
suffered with pain and chills throughout the night and by morning had a spiked fever.  
More distressing than the pain and fever was the loss of sensation and weakness in his 
legs.  Multiple physicians were consulted and provided a range of diagnoses (Black, 
2003).   
The first doctor consulted believed his illness to be the common cold.  The second 
doctor thought a blood clot had formed in Roosevelt’s spinal cord, which was causing 
temporary paralysis.  Soon afterwards, he adjusted his opinion believing it to be more 
serious by describing it as a spinal cord lesion.  Finally, a Boston specialist named Dr. 
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Robert W. Lovett diagnosed Roosevelt with poliomyelitis.  He was hospitalized and 
treated by Dr. George Draper, but it became evident that the pain remained brutal, and 
Roosevelt’s ability to walk again came into serious question (Black, 2003; Nardo, 1996).   
Roosevelt’s legs were encased in plaster which painfully stretched his muscle 
groups, and he was prescribed an excruciating regimen of routine physical therapy.  He 
learned of a health spa located in Warm Springs, Georgia, which offered the hope of pain 
alleviation through warm mineral waters.  Roosevelt relished the relief he found there.  
He decided to purchase the grounds and renovated it as a destination for research and 
treatment of disease called the Georgia Warm Springs Foundation (Nardo, 1996).   
Born into wealth and privileged surroundings, Roosevelt had never directly 
experienced what it truly meant to suffer.  He was regarded as a caring man, but 
Roosevelt had always managed to escape various forms of pain and oppression.  
Roosevelt experienced a remarkable psychological transition in which his empathy, 
humility, and compassion for humanity was significantly deepened following the onset of 
his physical condition.  His personal experiences with disability opened his eyes to larger 
societal issues facing marginalized and disadvantaged groups.  His resolve to serve 
humanity sharpened his desire to remain in public office as a means of touching the lives 
of others in positive ways (Black, 2003; Nardo, 1996). 
Bias about how Roosevelt’s physical disability may have also impacted him on a 
mental level erupted in the media spurring questions about his cognitive capacity to serve 
in office.  This question was raised before his wife, Eleanor, who proudly addressed these 
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issues by stating, “Yes, I’m glad that question was asked.  The answer is yes.  Anyone 
who has gone through great suffering is bound to have a greater sympathy and 
understanding of the problems of mankind” (Nardo, 1996, p. 19).      
Perhaps most compelling about Roosevelt’s personal story, however, was his 
determination to not be perceived as weak or helpless by family, colleagues, or the U.S. 
people.  He refused to be photographed when he wrestled to emerge from vehicles and 
especially when he was seated in his wheelchair.  Roosevelt was concerned that his 
condition would create unnecessary anxiety about his ability to lead the nation.  He also 
feared that being photographed while in the wheelchair may potentially elicit pity, 
causing an immediate discrepancy in power between him and others.  He was afraid that 
sympathy for his condition would evoke favor for him for the wrong reasons.  Roosevelt 
was determined to earn favor from people for his ideas and strength of character, and so 
he continuously rejected photographs portraying him in his wheelchair and insisted the 
focus remain on his leadership.  Perhaps he incited a sense of awe in the media, or 
possibly it was reverence, but photographers seemed to understand and respected the 
president’s decision (Nardo, 1996). 
However, his insistence that public focus remain on his ideas and not his chronic 
condition went well beyond refusal of photographs.  In one of his most dramatic 
examples of avoiding public scrutiny, prior to being elected to presidency of the United 
States, Roosevelt spoke at the Democratic National Convention in 1924.  Together, 
through the use of his crutches and the assistance of his son, James, helping to hold up 
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Roosevelt’s large body mass, they walked side by side to the platform where he stood 
before the convention to deliver a rousing, unforgettable speech.  His son, James, 
describes the intensity of this defining moment in the following remarks: 
As we walked—struggled really—down the aisle to the rear of the platform, he 
leaned heavily on my arm, gripping me so hard it hurt.  It was hot, but the heat in 
that building did not alone account for the perspiration which beaded on his brow.  
His hands were wet.  His breathing was labored.  Leaning on me with one arm, 
working a crutch with the other, his legs locked stiffly in his braces, he went on 
his awkward way (Nardo, 1996, p. 21).   
 
Franklin Delano Roosevelt would be remembered for being the only president to 
serve more than two terms in the White House.  He is also remembered for his activism 
and enactment of social policies during the Great Depression and his leadership through 
much of World War II.  His good friend and ally, Winston Churchill, loyally regarded 
Roosevelt in the highest caliber.  Despite his physical limitations, Roosevelt overcame his 
disability, and succeeded in making numerous achievements and contributions to 
humanity (Black, 2003).                                   
For many years, I have greatly admired all of these individuals and have been 
humbled by their awe-inspiring stories.  For example, I have always been drawn to 
Beethoven’s music.  Perhaps I hear something said through the language of his music 
which words so inadequately express, which is the art of suffering, the complexity of 
health and illness, insight and wisdom, love and pain, and more profoundly, the meaning 
of living with chronic illness.  I hear him speaking things to me through his music and 
somehow I understand.  I hear something which must be conveyed to the world about 
what it means to live with illness, what it means to suffer, and what it means to be human.  
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These issues, by their nature, are not amenable to experimental methods.  My hope is that 
through qualitative methodology, this dissertation has been able to convey more explicitly 
the experience of what it means to live with chronic illness and disability.     
Overview of Chronic Illness and Disability 
Prevalence of Chronic Illness and Disability 
  According to Bayliss, Steiner, Fernald, Crane, and Main (2003), 125 million 
Americans of all ages live with some form of chronic illness. Sixty million of them have 
multiple health problems. For example, 69% of individuals who are 65 and older have 
two or more illnesses.  More recent studies conducted by the Centers for Disease Control 
(CDC, 2009) reported that 133 million North Americans were identified as having some 
type of chronic illness during the year of 2005.  They also reported that, within the United 
States, chronic illness is the main source of disability and death (CDC, 2009).  Schattner 
et al. (2010) echoed that the primary utilizers of health care and leading cause of 
disability are individuals with chronic illness.  Approximately half of the population who 
is of working-age reported having a minimum of one chronic illness.  Nearly 25% of this 
working-age population also reported some level of disability which impacted their job 
and basic daily care, such as bathing, cooking, dressing, and functioning as a member of 
their community (Gulley, Rasch, & Chan, 2011).   
Changes in disease.  Prior to the 20
th
 century, acute disorders, including many 
different types of infectious diseases such as pneumonia and tuberculosis, were the 
leading causes of U.S. illness and mortality.  Acute disorders frequently result from 
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bacteria or a type of virus which is often a brief medical illness.  Chronic illnesses, on the 
other hand, such as diabetes, heart disease, and cancer are currently the primary factors 
leading to death and disability, particularly in countries which are industrialized.  Chronic 
illnesses are not curable diseases, but rather, they are illnesses which may be managed by 
patients with the aid of a health care provider (Taylor, 2006).  Comorbidity is an 
important issue of which researchers and practitioners should be aware.  Bayliss et al. 
(2003) reported that the majority of participants in their qualitative study said that making 
adjustments to accommodate the symptoms of one condition often interfered with their 
ability to apply adequate self-care for another condition.       
Social issues.  Patients suffer more when they are blocked from obtaining medical 
information or are unable to sustain the cost of care and prescriptions necessary to treat 
their conditions.  Strained relationships, the ability to retain employment, and basic 
household chores may suffer or become impeded as a side effect of these challenges 
(Bishop, Frain, & Tschopp, 2008).  For some individuals, a strong social support network 
may be helpful, but even when social support is intact, the type of support needed may 
become a challenge.  For example, patients can often find drivers to take them to their 
appointments, but the more intensive in-home care is more difficult to achieve (Hahn, 
Cella, Bode, & Hanrahan, 2010).  Responsibility for maintaining management of the 
condition include taking a proactive approach to health care and speaking up for personal 
needs, keeping up with changes and advancements being made in the treatment of the 
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condition, and exercising freedom of choice and involvement in decision-making (Bishop 
et al., 2008).   
People with chronic illness experience a variety of physical, emotional, 
psychological, vocational, familial, and identity issues.   Given that a vast percentage of 
the population will experience chronic illness and disability at some point in life, it is 
likely that most mental health professionals should expect to encounter clients in their 
caseload who suffer with some type of illness or physical limitation.  The types of issues 
confronting this population are both vast and diverse in nature.  Individuals challenged 
with chronic illness and disability struggle with fears of job discrimination, loss of 
control, health care coverage and cost, caregiver burden, stigmatization, bullying and 
social alienation, crippling effects of fatigue, and in some cases, post traumatic stress 
disorder as a result of sudden onset of disability.  Consequently, mental health 
professionals would benefit from developing greater understanding of the many complex 
psychological issues that these individuals experience (Bayliss et al., 2003).   
Role of Psychology 
Counseling Psychology 
 Counseling psychologists work diligently toward multicultural competency 
(Gelso & Fretz, 1992; Sue & Sue, 2003) and practice from an evidence-based perspective 
(Gelso & Fretz, 1992; Wampold, 2000).  Counseling psychologists help serve 
marginalized and disadvantaged populations including individuals living with chronic 
illness and disability by attempting to better understand individuals’ worldview and how 
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members of oppressed groups encounter and cope within their environment (Gelso & 
Fretz, 1992; Kivlighan, Coleman, & Anderson, 2000).  The diversity training utilized 
within counseling psychology moves to give voice to and empower individuals of 
oppression.  This focus on multicultural competency and empowerment is a significant 
contribution to people who struggle with chronic illness and disability who often 
encounter issues of discrimination, stigmatization, and oppression (Gelso & Fretz, 1992; 
Sue & Sue, 2003).     
Counseling psychologists underscore contextual and systemic factors which 
frequently impact individuals living with chronic illness and disability (Gelso & Fretz, 
1992).  Contextual frameworks serve persons living with chronic illness and disability 
well when considering patients’ family stressors, the availability of community resources, 
and how the patient fits into the wider multidisciplinary healthcare system involving 
physicians, nurses, pharmacists, social workers, and insurance companies (Bayliss et al., 
2003; Gelso & Fretz, 1992; Kent et al., 2010).  Utilizing a systemic framework, 
counseling psychologists may also work with patients to help them identify and expand 
their support networks (Friedlander & Tuason, 2000; Gelso & Fretz, 1992; Taylor, 2006).   
Counseling psychology has a strength-based emphasis in which there is more 
focus on what is positive or what is working for individuals, while other disciplines 
within psychology may concentrate more on the pathology and what is wrong with the 
individual (Gelso & Fretz, 1992).  Utilizing a strength-based approach supports 
individuals living with chronic illness and disability in terms of redirecting attention to 
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what is possible and opening up dialogue for considering creative adjustment and 
compensation strategies (Gelso & Fretz, 1992; Joyce & Sills, 2006).  Counseling 
psychologists also normalize individual experiences by utilizing a developmental 
framework, (Gelso & Fretz, 1992) which may also benefit individuals living with chronic 
illness and disability by identifying areas for growth and facilitating change (Hoffman & 
Driscoll, 2000). 
Counseling psychology emphasizes training in vocational psychology issues, 
which can strongly benefit individuals living with chronic illness and disability as they 
seek to find employment and consider vocations which may best meet their physical 
needs and limitations (Gelso & Fretz, 1992).  Vocational theory and research examine 
career choice, fit between person and environment, and the ways in which people 
experience shifts in career preferences (Swanson & Fouad, 1999).  Practitioners may help 
individuals who struggle with chronic illness find the right career fit, utilizing various 
inventories, such as the Strong Interest Inventory, the Campbell Interest and Skill Survey, 
and the Myers-Briggs Type Indicator (Holland, 1959; Osipow & Fitzgerald, 1996; Super, 
1953).  Vocational psychology is generally short-term, and helps to meet the needs among 
many adults including individuals living with chronic illness and disability who are 
seeking career counseling (Osipow & Fitzgerald, 1996).   
Health Psychology 
 Psychological and social environmental factors have been linked to disease and 
wellness.  For example, health habits such as nutrition, exercise, and smoking are 
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associated with cancer and coronary disease.  Similarly, use of prophylactics during 
sexual activity has also been connected with preventing contraction of the human 
immunodeficiency virus (HIV).  Psychological research and development of strategies to 
motivate healthier habits can help decrease the rate of disease and the spread of illness 
(Taylor, 2006).  This includes acknowledging that some individuals are reluctant to use 
traditional Western medicine and turn to trying alternative medicinal remedies to ease the 
painful, exhausting effects of chronic illness (Eisenberg, Kessler, Foster, Norlock, 
Calkins, & Delbanco, 1993).  Individuals may live with chronic illness for several years, 
triggering a wide range of psychological reactions.  Individuals living with chronic illness 
need to learn how to adjust to the changes in their bodies and adapt to changes in their 
relationships and overall lifestyle.  Studying and developing a better understanding of the 
underlying nature of these issues is a valuable asset to the health care industry (Taylor, 
2006).     
Psychologists contribute to the field of health care by researching how individuals 
are more apt to take advantage of their health care resources, which can create improved 
accessibility for patients.  They are also an instrumental force in preventive medicine.  
Public educational campaigns which illustrate lung cancer risks associated with smoking 
are such an example.  In the United States, the single largest service provider employing 
millions of individuals is the health care field.  Because the health care field is so large 
and touches the lives of so many people in the U.S., psychologists must recognize and 
evaluate its far-reaching impact on individuals (Taylor, 2006).    
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Epidemiology is a field closely related to health psychology, which examines the 
statistical frequency and possible underlying social and physical causes for both 
infectious and noninfectious diseases.  Epidemiologists may study an outbreak of 
infectious disease in a given population and evaluate how geographical factors may 
contribute to the rise in cases.  Studying what factors contributed to the outbreak may 
then lead to screenings, increased medical attention, or interventions which improve the 
quality of the environment and lead to better health outcomes in a population (Taylor, 
2006).     
Biopsychosocial model.  Researchers in the field of health psychology utilize a 
biopsychosocial model, which recognizes how a more complex systemic process 
manifests and advances both illness and wellness (Taylor, 2006).  The biopsychosocial 
model addresses not only illness and factors which predispose individuals to disease, but 
it also stresses the importance of paying attention to ways of achieving healthy habits and 
underscores a focus on wellness (World Health Organization, 2006).  The 
biopsychosocial perspective emphasizes how illness and wellness develop from mutual 
interacting biological, psychological, and social factors influencing one another (Taylor, 
2006).  Health habits may be influenced by cultural attitudes, laws, community resources, 
and family values as well as psychological issues occurring on an individual level.  These 
health habits may include diet, exercise, stress management, drinking alcohol, drug use, 
treatment adherence, and implementing safety protocols such as wearing seat belts.  
Contextual factors impact the physiology, and in return biology responds to the 
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environment.  The reverse may also occur so that the body may develop a chemical 
imbalance, such as depression, and the individual encounters the environment with 
different patterns of attitudes and behaviors (Taylor, 2006).   
The biopsychosocial model borrows from systems theory to explicate the 
underlying, intricate processes.  Systems theory has been employed by health 
psychologists to better conceptualize how mind, body, and environment interact.  
Systems theory posits that all components of an entity are inextricably linked in highly 
complex relationships, so that changes in one aspect will undoubtedly catalyze changes in 
all other aspects of the entity (von Bertalanffy, 1968).  Human systems may be 
conceptualized as living and ever-evolving fluid and flexible structures, which organize 
themselves in relationship and reaction to other key factors (Prochaska & Norcross, 2003; 
Taylor, 2006).  For example, Bronfenbrenner (1994) described how a child’s development 
is impacted by various social systemic levels, including microlevel influences, which 
occur on an immediate level (a child’s direct relationship with parents, school, and 
neighborhood), mesosystem influences (the parents’ relationship with the child’s teacher 
or family doctor), exosystem influences (community resources for the child and family), 
and macrosystem influences (larger cultural contextual factors in relationship to the 
child).  These various levels all influence one another.  In other words, the stressing of 
one factor means stressing the system as a whole (Bronfenbrenner, 1994).  These 
interlocking connections aid conceptualization for how biology, psychology, and social 
factors intersect and catalyze complex health processes (Taylor, 2006).    
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Assessment and evaluation of illness and wellness weighs biological, 
psychological, and social considerations and how these issues interface with one another.  
Treatment recommendations are then determined by this assessment and seek to address 
these three components for health improvement.  Utilization of services is strengthened 
when there is a positive, trusting bond between patients and their health care providers.  
Consequently, the relationship between health care providers and patients is also 
emphasized as an important aspect of the model.  Increasingly, this model is influencing 
health care to move in a direction of utilizing an interdisciplinary team approach which 
may involve physicians, nurses, health psychologists, social workers, and nutritionists 
joining together to share various expertise in support of the identified patient.  
Psychologists are increasingly valued by medical professionals on these interdisciplinary 
teams, particularly for their training in assessment, as well as research and clinical 
applications.  More and more, psychologists are being recognized and consulted for their 
voice in generating interventions to address the side effects of medical treatment, pain 
control, and to strengthen healthy habits and lifestyles (Taylor, 2006). 
Historical Origins of Psychology’s Views on Health/illness 
  Ancient cultures and early philosophers believed there was a unifying connection 
between mind and body.  Among ancient cultures, the idea that the mind and body were 
interconnected was often based on spiritual, shamanistic rituals and superstition.  Later 
the Greeks developed humoral theory in which four fluids of blood, yellow bile, black 
bile, and phlegm were out of balance.  Eventually, understanding of how the body 
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functions advanced toward more sophisticated cellular and biological bases, which 
shifted away from conceptualizing the mind and body as an intricate systemic unit.  For 
many years scientists maintained a dualistic mind and body perspective in which they 
viewed the mind and body as separate entities.  Medical doctors focused on the body, and 
philosophers were responsible for understanding the domain of the mind.  Freud is 
credited with being one of the first to revitalize the perspective that a complex 
relationship between mind and body exists (Taylor, 2006).   
Freud maintained that psychological symptoms would be converted into and 
would give rise to physiological symptoms expressed by the voluntary nervous system.  
His ideas on conversion hysteria conveyed that a variety of physical challenges were 
marked by repressed psychological conflicts.  Conversion of emotional and psychological 
conflict into a physical sensation or expression would alleviate anxiety and depression 
associated with the internal conflict (Hergenhahn, 1994; Taylor, 2006).     
Freud was a catalyst for spawning many paralleling and opposing theoretical 
perspectives and dialogue within psychology and medicine.  For example, Alfred Adler 
initially supported Freud’s assertions and in 1902, he joined the Vienna Psychoanalytic 
Society.  However, Adler was one of many who eventually disagreed with Freud, soon 
parted ways with him, and developed his theoretical perspective of individual 
psychology.  Adler is noted for his own battles with chronic illness.  He was diagnosed 
with rickets and struggled to walk until the age of four.  At age five, he nearly died from 
pneumonia and overheard his physician say that he was lost to his parents.  When Adler 
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was a small child, he also experienced his brother’s death while lying in a bed very close 
to him.  He was later run over twice, and because of these events, he developed 
existential fears of death and would later generate ideas on organ inferiority (Hergenhahn, 
1994).   
Adler believed that internal organs, which were underdeveloped or inferior to the 
strength of other organs, were more susceptible to disease and that this predisposition was 
emphasized by environmental factors.  He also maintained that an individual could 
overcome physical weakness by focusing on what was within the realm of possibility for 
what one could do.  Focusing on and developing other physical strengths could counter 
balance the loss of function in a bodily area.  For example, a person who is blind may 
develop highly perceptive hearing and may also utilize sensitivity of tactile sensations to 
read Braille.  Adler’s ideas eventually branched out to encompass general feelings of 
inferiority and how individuals cope with these issues by striving to compensate and 
discover personal strengths.  Therefore, Adler is credited for postulating some of these 
early strength-based foci on how individuals learn to cope with chronic illness and 
disability (Hergenhahn, 1994).    
Some theorists emphasized that properties of personality lead to anxiety, which 
leads to physiological problems, rather than emphasizing a single source of internal 
conflict (Hergenhahn, 1994).  For example, Franz Alexander (1950) proposed a 
personality profile which was susceptible to developing ulcers.  He believed that conflict 
produces anxiety.  The experience of anxiety is pushed into the unconscious and remerges 
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as an expression by a strained autonomic nervous system, leading to destruction in 
physiological health.  This strenuous process on the body results in the deterioration of 
organs.  These ideas were the underpinnings of psychosomatic medicine (Alexander, 
1950). 
Advances in scientific endeavor expanded ideas on psychosomatization to more 
complex notions about the causes of disease.  Multiple factors involving genetics, health 
habits and routines, environmental concerns, stress, social support, and coping 
mechanisms are all now conceptualized as aspects interacting in the formation of health 
and illness.  Health outcomes are linked to attitudes about prognosis and the relationship 
between patients and their health care providers.  Modern medicine now considers how 
psychological and social factors contribute to complex dynamics which interface with 
biological processes.  These changes in perspective have strengthened support once more 
for recognition that the mind and body do in fact have a profound impact on one another.  
Psychology plays an important role in advancing the science of modern medicine (Taylor, 
2006).  
  The present study sought to explore this body-mind connection in-depth, as it is 
experienced by persons living with chronic illness.  Prior to the Literature Review chapter 
however, a brief rationale for the present investigation has been noted, and the 
relationship of the study to the researcher’s earlier work is explained.  
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Integration of Previous and Current Works 
My master’s thesis (Pogge, 2011) titled Dialectics of Disability: A 
Phenomenological Study, examined lived aspects of disability.  The previous 
investigation conducted by Pogge (2011) used a phenomenological content analysis 
which relied on excavation of rich, emergent data expressed directly from a sample of 
individuals who are experiencing the phenomenon under investigation.  A 
phenomenological content analysis uses interviews as a means of gathering and 
organizing the data through dialogue and collaborative efforts between the primary 
researcher and the participants to explore, describe, and explain the phenomenon in vivid 
depiction (Moustakas, 1990).  The benefits of using a phenomenological content analysis 
are that it provides detailed data for gleaning consistent meaningful patterns, identifies 
patterns that are supported and corroborated from multiple shared-perspectives to bolster 
support for validity, and the themes are later compiled to help uncover the underlying 
essences of the phenomenon (Moustakas, 1990).     
Scientific studies reported in the previous study (Pogge, 2011) have been included 
and synthesized into a much broader critical literature review presented in the following 
chapter.  Discussion of the previous study (Pogge, 2011) was noted again in the method 
chapter as to its relevance in launching the deeper analysis conducted in the present 
investigation.  Data collected from this previous study were incorporated to enhance and 
widen the present study and therefore, a brief summary of those results has been provided 
here.  Four seemingly contradictory themes were discovered across the interview data 
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sets, in which there appeared to be a push-pull experience of opposing forces.  The four 
themes included: isolation versus being alone, resignation versus acceptance, denial 
versus coping, and distancing from symptoms versus symptom management (Pogge, 
2011).   
In the current study, additional participants were recruited and their data merged 
with that of the 2011 study.  A new and more thorough analysis was conducted using all 
available data (See Methods).  Prior to delving further into the literature and methods 
components of this dissertation, the next section has provided formal definitions of 
commonly used terminology within the health psychology literature, which have been 
adopted in the present work. 
Formal Definitions 
 
It is important to distinguish and clarify some of the key terms that consistently 
emerge in the literature.  Many of these terms overlap, and therefore it is important to 
recognize how each of these terms relate to one another in the empirical findings.  
Important terms that are consistently found in the literature and used in this dissertation 
include chronic illness, resiliency, coping, and marginalization. 
Chronic Illness: 
 A chronic illness is one that persists over time, usually without an easily definable 
beginning, middle, or end.  While the symptoms may be alleviated to some extent, 
the illness itself is not curable (Kralik, van Loon, & Visentin, 2006, p. 187). 
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Resiliency:  
Resiliency is not a personal attribute, nor the teaching of coping skills, but a 
process of reflection, learning, and action focused toward overcoming adversity.  
Resilience is closely linked to the constructs of coping and adaptation that occur 
under adverse conditions (Kralik et al., 2006, p. 199). 
Coping: 
 Coping is different from adjustment.  Coping is the long-term process that is more 
 
indicative of adaptation, acceptance and, at times, positive growth (Hutchinson, 
Loy, Kleiber, and Dattilo, 2003, pp. 145-46). 
Marginalization: 
Marginalization is defined as the peripheralization of individuals and groups from 
a dominant central majority.  These individuals differ from the dominant norm and 
are oppressed in that they lack power, are not valued, and are excluded from the 
sociopolitical processes of the dominant society in which they live (Bethune-
Davies, McWilliam, and Berman, 2006, p. 215).   
Summary 
 Chronic illness impacts millions of individuals in the U.S. with costly effects 
every year (CDC, 2009).  Diseases which were once more acute forms of illness have 
now shifted toward more long-term chronic forms of illness (Taylor, 2006).  Individuals 
living with chronic illness encounter many different types of social issues which involve 
financial and employment concerns, strained relationships, fears of stigmatization, and 
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psychological adjustment (Bishop et al., 2008).  The fields of counseling psychology and 
health psychology have grown in response to these various psychological issues.  
Psychologists play an important role in aiding individuals living with chronic illness and 
people of disability by recognizing the complex, systemic interaction of biology, 
psychology, and social issues (Taylor, 2006).   
Previous works were integrated into the present investigation to advance and 
strengthen the scope of scientific endeavor into this particular area of study (Pogge, 
2011).  The following empirical literature review chapter has provided an in-depth 
examination of the complex experiences of living with chronic illness and disability.           
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CHAPTER II 
 
REVIEW OF THE LITERATURE 
Overview 
 This literature review has provided coverage of critical topics related to chronic 
illness.  The review begins by noting common issues for persons with chronic illness, 
including external, interpersonal, and internal stressors.  External stressors involve issues 
pertaining to health insurance coverage, employment concerns, legislation and policy 
issues, and stigmatization.  Interpersonal stressors covers issues involved with care-giver 
burden, lifestyle adjustments, and changes in relationships.  Internal stressors 
encompasses compounding issues of comorbidity (multiple types) of illnesses 
experienced simultaneously, perception of control, depression and anxiety, fatigue, and 
existential concerns.  All of these issues are common issues associated with chronic 
illness and have been fully examined prior to the next major section, which has explored 
how developmental factors intersect with experiences of chronic illness as well as quality 
of life and end of life care.   
Finally, a section has been presented on coping with chronic illness.  This final 
section examined the complex relationship between patients’ sense of self in relation to 
others, traditional Western medicine, alternative medicine and forms of healing, and 
psychotherapy.  The section which examined self and others has provided a presentation 
of patient identity construction, social support and attachment styles, partnerships, denial, 
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and befriending programs.  The presentation of traditional Western medicine has included 
the topics of biofeedback, as well as employment of various pain management strategies.  
Alternative medicine and forms of healing sections have described the use of 
acupuncture, spirituality, and arts and recreational therapies.  The last section on 
psychotherapy has presented various forms of psychological interventions including: the 
transtheoretical model of behavioral change (Prochaska & Norcross, 2003; Prochaska et 
al., 1994), behavioral strategies, perception and self-efficacy, cognitive-behavioral 
therapy strategies, broad-spectrum cognitive-behavioral therapy, anxiety treatments and 
relaxation techniques, hypnosis, client-centered therapy, and family interventions.  These 
sections have been followed by a presentation of three illustrative examples of chronic 
illness including diabetes, renal failure, and organ transplants.  These three illustrative 
examples have portrayed many of the compounding issues examined throughout the 
empirical literature review.  The literature review has concluded with a brief summary 
and rationale for the study.              
Common Issues of Chronic Illness 
External Stressors  
This section introduces external stressors that effect patients.  Health insurance, 
employment, systemic issues, disability prevention, and stigma will be explored.     
Health insurance coverage.  In 2006-2007, 46 million people in the United 
States were uninsured.  Individuals remain or become uninsured for a variety of reasons, 
such as being wait-listed for socialized health care, employment which does not provide 
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medical coverage, divorce, and job loss/unemployment.  Coordinating simultaneous 
payment for multiple specialists and healthcare providers is a growing concern for people 
who struggle with a comorbidity of health conditions (Gulley et al., 2011).   
Gulley et al. (2011) examined the prevalence rate of being uninsured among 
individuals who are chronically ill and have disability.  Utilizing the International 
Classification of Disease codes (Machlin, Cohen, & Beauregard, 2005) to define chronic 
illness, Gulley et al. identified cases of chronic illness found in the Medical Expenditure 
Panel Survey (MEPS) Household Component, which was conducted during the years of 
2002-2004.  The MEPS defined and identified cases of chronic illness, which also 
warranted a designation of disability.  Individuals who received both a classification of 
chronic illness and a categorization of disability were those who experienced vocational 
limitations, struggled with basic daily living care, such as bathing, dressing, doing chores, 
and preparing meals, required medical aid equipment, and experienced difficulties with 
maintaining social networks.  Individuals who experienced disability also wrestled with 
cognitive dysfunction, physical challenges, and sensory impairment (Gulley et al., 2011).   
Twenty-one percent of 92 million people who reported chronic health conditions 
went without coverage for at least 1 month.  Twenty-five percent of them reported having 
both disabilities and chronic illness, and for an average 12 month cycle, 23% received no 
health coverage.  Individuals who reported both chronic conditions and disability tended 
to be older, were more apt to be African American, were more likely to be in a lower 
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socioeconomic bracket, were more apt to be female, and received less education than the 
other 67 million who reported no disabilities (Gulley et al., 2011).   
Nineteen million working-age people suffering with chronic health issues reported 
a loss of insurance coverage during the year.  People who reported both chronic 
conditions and disabilities struggled more with achieving access to healthcare.  One in 
five people who reported both chronic health conditions and disabilities reported some 
time frame of being uninsured.  Compared to people who maintained constant health 
insurance, individuals who sustained part-year or full-year gaps in insurance were also 
more likely to be challenged by healthcare accessibility.  Even in instances when 
individuals who had chronic conditions and disabilities reported year-round coverage, 
there still remained reports of accessibility problems and large out-of-pocket expenses 
(Gulley et al., 2011). 
People who are eligible to receive Social Security disability insurance must wait 
for two years to receive Medicare coverage.  Individuals who seek out community 
support for disabilities and more long-term services are often wait-listed.  By law, private 
insurers are granted as much as a 3-month wait-period before the new insurance benefits 
can assume effect (Gulley et al., 2011).   
In China the average cost of haemodialysis (HD), which is a treatment for renal 
failure, translates to approximately $7,500 - $9,000 per patient each year in U.S. 
American dollars.  When lower socioeconomic patients are unable to enroll in the 
Chinese Government Health Insurance Program, then the financial burden falls on the 
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shoulders of the patient’s family.  Sixteen percent of patients voluntarily stopped dialysis 
treatment and died in 1999, which may be linked to financial strains, as documented by 
the registration of dialysis report put out in China (Yu & Petrini, 2010). 
 Employment concerns.  In a study by Townsend, Wyke, and Hunt (2006), some 
participants considered employment an approach for coping with their illness and ignored 
the potential health risks, maintaining that employment increased levels of self-esteem.  
Some described strategies they used in an attempt to remain working, such as taking 
things slower, allowing more time for bodily recovery, medication, and the use of medical 
aids.  However, some individuals refused to use canes which would help them walk, 
because they feared it would destroy their self-image.  Some participants did not want to 
attend support and rehabilitation groups, because it lowered their self-image.  
Antidepressants prescribed by a physician to manage accompanying signs of depression 
were sometimes also perceived negatively (Townsend et al., 2006).  One element that is 
especially difficult about chronic disease is the inability to plan work activities, because 
symptoms fluctuate from day to day (Gray & Fossey, 2003).  Many experience feelings 
of loss in wanting to do more each day and coming up short for those daily achievements 
(Gray & Fossey, 2003). 
Systemic impact on control and behavior.  Systemic factors may involve class 
issues and patients’ community location and environment.  Inner city neighborhoods 
often lack grocery stores, but instead supply food through convenience stores, thereby 
eliciting a higher likelihood of unhealthy eating habits (Kent at al., 2010).  Therefore, it 
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may be helpful to work with patients’ worldview and learning what their regular daily life 
actually looks like to anticipate possible challenges and to collaboratively brainstorm 
ways of overcoming these obstacles.  Health care professionals are advised to consider 
multicultural issues that may compound the complexities of living with diabetes.  
Sometimes the best intervening person may be the pharmacist whom the individual sees 
routinely (Kent et al., 2010). 
Mass campaigns for disability prevention.  Legislation and public requirements 
have provided an effective venue to influence mass illness prevention and improve 
societal healthy behaviors.  For example, while parents could be urged through health 
educational campaigns to protect their children against ingesting and overdosing on 
medications or the hazards of fire, it has been shown to be more effective to design child-
proof prescription bottles and to produce fire-retardant clothing for children (Fielding, 
1978).  Similarly, over 90% of children are vaccinated against various diseases as a result 
of school entrance vaccination requirements (Center for the Advancement of Health, 
October, 2002).  Ashley and Rankin (1988) found that programs which intervened with 
drunk drivers were not as effective in reducing drunk-driving related deaths as was the 
decision to raise the legal drinking age from 18 to 21.  Preventing vehicular fatalities and 
disability resulting from motor accidents have been found to be more successful when 
legislation intervened and lowered the speed limit than when attempts have been made to 
change individuals driving habits (Fielding, 1978).                                                                                 
50 
 
Stigmatization.  In the preface of Helen Keller’s (2003) autobiography, James 
Berger reflected on the stigmatization of living with disability and held individuals with 
able-bodied privilege accountable in the following sentiments: 
This strange zone of cultural contact between able society and its disabled others 
has been a topic of much thinking among scholars of disability.  One general 
conclusion these scholars have reached is that “normal” society tends to project 
onto the disabled those physical moral qualities that they find unacceptable in 
themselves: ugliness, unintelligence, helplessness, and feelings of abandonment 
and worthlessness.  Thus, the disabled must confront not only their genuine 
physical and psychological limitations, and the institutional barriers that often 
exacerbate them, but also the revulsion of “normal” people who are unable to 
tolerate any hint of “disability” in themselves.  The existence of the disabled, in 
effect, is necessary for the normal to see themselves as normal (p. xxx).    
 
Allen and Carlson (2003) reported that individuals living with chronic illness often fear 
stigmatization.  Franklin Delano Roosevelt went to extraordinary lengths to conceal the 
fact that he was wheelchair-bound, despite the fact that he was perfectly able to conduct 
his presidential duties.  Concealment helps individuals preserve self-identity (Allen & 
Carlson, 2003).  Individuals face prejudices, feel socially condemned, and encounter a 
lack of awareness.  Self-blame occurs when people internalize stigmatization.  While 
staying connected to family, friends, and spirituality are key social support elements in 
maintaining health and completing everyday tasks, Bethune-Davies et al. (2006) reported 
that individuals with chronic illness also experience frustrations with the limitations of 
services, such as the inability to tailor service to the specific nuances of their particular 
disabilities and an inability to offer enough resources.  Difficulty in resolving these 
balance issues can lead to stigmatization.  All of these issues may contribute to feelings of 
shame (Reynolds & Prior, 2003).  Loss of employment and income are large motivating 
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factors for hiding chronic illness.  When individuals disclose their disability, they may 
risk social degradation and discrimination (Allen & Carlson, 2003). 
 On the flip side of that same coin, Richardson, Ong, and Sim (2007) noted that 
legitimizing a condition is necessary to enter the sick role, so that others may recognize 
suffering and excuse the sick individual from personal responsibilities.  Visibility of the 
disability is an important factor.  When an individual has an invisible chronic condition, 
then it is much more difficult to convince others that the illness is legitimate and 
impairing for the individual (Richardson et al., 2007).   
Interpersonal Stressors 
 This section introduces the impact of interpersonal stressors on patients’ lives.  
Caregiver burden, lifestyle adjustments, and changes in relationships will be presented 
and examined.   
Caregiver burden.  There is typically reciprocal, ongoing stress between those 
with chronic illness and their caregivers.  Studies note higher rates of depression among 
chronically ill patients (Bekelman, Nowels, Allen, Shakar, Kutner, & Matlock, 2011; 
Himanen et al., 2009; Schattner & Shahar, 2011), but there is also a high prevalence rate 
of depression among the caregivers of chronically, critically ill patients.  The burden for 
caregivers is not only physical, but it also takes an emotional toll (Anthony-Bergstone, 
Zarit, & Gatz, 1988; Beery et al., 1997; Bell, 2011; Pinquart & Sorensen, 2003; Vitaliano, 
Zhang, & Scanlan, 2003).  In fact, the health and wellness of the entire family system is 
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often threatened when children suffer with a serious illness (Hopia, Paavilainen, Astedt-
Kurki, 2005), a finding supported by the biopsychosocial model (Taylor, 2006).        
A large body of empirical evidence suggests that caregivers of dementia and 
cancer patients may be susceptible to their own health deterioration and commonly 
sustain negative psychological impacts (Mintzer et al., 1992; Schulz, O’Brien, Bookwala, 
& Fleissner, 1995).  Caregivers of chronically ill people were found to have decreased 
familial support, overall health decline and deterioration of quality of life related to 
health, compromised immunity, disruption to daily routines, increased reports of burden 
and depression, and mortality (Burton, Newsom, Schulz, Hirsch, & German, 1997; 
Douglas & Daly, 2003; Kiecolt-Glasser, Dura, Speicher, Trask, & Glaser, 1991; Schultz 
& Beach, 1999; Von Kanel et al., 2006).  Compared with the general population, 
caregivers of patients suffering with dementia and cancer showed double the rate of 
depression.  These high prevalence rates of depression found among caregivers of 
dementia and cancer patients were comparable to care-givers of frail elderly (Douglas & 
Daly, 2003; Douglas, Daly, Kelley, O’Toole, & Montenegro, 2005; Foster & Chaboyer, 
2003; Im, Belle, Schulz, Mendelsohn, & Chelluri, 2004; Van Pelt et al., 2007).    
Choi, Donahoe, Zullo, and Hoffman (2011) examined personal changes and 
limitations imposed on care-givers of chronically critically ill persons.  The primary issue 
causing distress for caregivers was the patient’s pain and discomfort.  Thirty-five percent 
of caregivers ranked their experiences of psychological distress between moderate to high 
levels following a patient’s 1-month discharge from ICU, and that number dropped only 
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to 29% at the 6-month follow-up.  Following 1-month after ICU discharge, 48% of 
caregivers reported moderate or greater levels of scaling back engagement in personal 
interests, 73% of caregivers expressed moderate or greater in terms of limited contact 
with friends, and at the 6-month follow-up from ICU discharge, 35% of caregivers 
maintained that they were still experiencing moderate to high imposed restrictions on 
their lives (Choi et al., 2011).   
Most of the reported personal challenges for caregivers declined at 6 months 
following ICU discharge, however, some of the personal challenges remained constant 
and actually increased in frequency (Choi et al., 2011).  These behaviors included 
nightmares, engaging in potentially dangerous behaviors, putting self or others at risk, 
awakening other people at night, remarking about one’s own death or the death of others, 
and expressing a lack of lifetime achievements, or feelings of failure.  At 6 months 
following ICU discharge, close to half of the caregivers disclosed at least 4 or more 
challenging behaviors.  Anxiety and worry, arguing, and difficulty in accomplishing 
independent tasks were reported among the most frequent challenging behaviors.  At the 
1-month follow-up only, reports of irritability and complaining were ranked in the top 
frequencies of problematic behaviors.  Sleep disturbances were also ranked in the top 
frequency list of problematic behaviors, but only at the 6-month follow-up (Choi et al., 
2011). 
Scores measuring changes in role function sharply dropped for the caregivers 
whose patients returned home after 1 month following ICU discharge (Choi et al., 2011).  
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However, a surprising finding was that the caregivers of patients who never returned 
home maintained consistently high scores on the measure for changes in role function.  
Caregivers of patients who left home and were placed into formal structured healthcare 
settings appeared to experience significant changes and imposed limitations on their lives 
(Choi et al., 2011), which were determined to be approximate to caregivers providing in-
home care (Douglas & Daly, 2003).   
Compounding the burden of care-taking responsibilities, Garlo, O’Leary, Van 
Ness, and Fried (2010) found that 39% of caregiver participants in their study conveyed a 
desire to discuss the illness more with the patient.  Care-giving partners’ attempts to 
discuss intimacy issues are frequently frustrated when they are confronted with common 
patient coping mechanisms of denial, which shield against feelings of embarrassment and 
insecurity (Kornblith, Herr, Ofman, Scher, & Holland, 1994; Soloway, Soloway, Kim, & 
Kava, 2005; Taylor, 2006).   
On the other hand, caregivers sometimes hold back from discussing the effects of 
the illness as well (Garlo et al., 2010).  Caregivers of elder adults in the later stages of 
severe illness were examined for the impact of burden (Garlo et al., 2010).  Thirty-six 
percent of caregivers of elder adults in the late stages of severe illness who claimed they 
did not need additional emotional support reported high levels of burden.  This 
percentage more than doubled to 97% when caregivers who acknowledged that they did 
need increased emotional support concurrently reported high levels of burden.  When 
caregivers reported a need for additional help to complete daily routines, 88% reported 
55 
 
experiences of high burden.  Meanwhile, 40% of caregivers who did not require 
additional assistance also reported high burden (Garlo et al., 2010).   
Lifestyle adjustments.  Patients and their partner caregivers both experience 
changes individually, as well as needing to make new adjustments within their 
relationships (Taylor, 2006).  Patient quality of life and adjustment to disease and life 
changes are impacted by the emotional state of their partners, as well as subsequent 
coping mechanisms employed by their partners (Garos, Kluck, & Aronoff, 2007; Ko et 
al., 2005; Taylor, 2006).  For example, family members may sometimes develop 
depression in reaction to their loved one’s chronic pain symptoms.  Unfortunately these 
negative responses stress the family unit and may actually exaggerate and increase pain 
levels for patients living with chronic pain forming a vicious circular problem 
(Williamson, Walters, & Shaffer, 2002).     
For example, hemodialysis (HD) impacted scheduling of patients’ lifestyle events 
(Namiki, Rowe, & Cooke, 2009).  Prior investigations (Logan, Pelletier-Hibbert, & 
Hodgins, 2006) showed that in-patient treatment impaired spontaneity and an ability to be 
away, whereas increased control of taking mini-vacations and experiencing outside social 
activities was returned to patients through HD.  In addition to a sense of perceived 
control, participants adopted attitudes of acceptance, set personal goals, and maintained 
future-oriented ways of thinking about their lives.  These coping mechanisms were 
important when confronted with ongoing feelings of uncertainty.   
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Changes in relationships.  The examination of how relationships change 
throughout the duration of chronic illness is important and necessary for quality treatment 
and understanding (Taylor, 2006).  Families who assist in providing end-of-life care for 
older adults have reported significant self-sacrifice and have made drastic life-altering 
changes to accommodate the needs of patients (Covinsky et al., 2003; Emanuel et al., 
2000).  For example, one of the largest drawbacks to HD is the reliance on care-givers 
and how this impacts interpersonal relationships.  One participant described her 
experiences this way: 
Well, at times, it gets very strained.  He gets tired, I’m tired, and we can’t do 
anything about it.  He needs a break, and I can’t give him one.  I need a break but 
can’t have it either.  Cause if I knock that off (the dialysis), I won’t be here, 
because I’ve too much to live for (Namiki et al., 2009, p. 551). 
   
Men who received androgen deprivation therapy (ADT) for prostate cancer were 
investigated along with their partners for changes in their relationships to assess for 
quality of life (Elliot, Latini, Walker, Wassersug, Robinson, & the ADT Survivorship 
Working Group, 2010).  Sexual changes, feminization, relationship adjustments, 
emotional and cognitive reactions, depression, fatigue, and sleep disturbances were all 
cited as concerns for participants in the study (Elliot et al., 2010).  General physical and 
emotional displays of affection, as well as expressions of attachment, appear to be 
negatively impacted by impeded sexual functioning and lower sexual satisfaction (Elliot 
et al., 2010; Hagedoorn, Sanderman, Bolks, Tuinstra, & Coyne, 2008; Kim, Kashy, 
Wellisch, Spillers, Kaw, & Smith, 2008).  Patients who receive ADT may notice that 
sexual activity is much more difficult and challenging.  Relationship discord, frustration, 
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a lack of self-assurance, performance anxiety, and experiences of failure may become 
linked to sexual activity for patients and their partners, inciting subsequent behaviors of 
withdrawal from one another (Elliot et al., 2010).  Research has found that the partners of 
prostate cancer patients actually experience greater psychological stress than the patients 
themselves (Cliff & MacDonagh, 2000; Couper, Bloch, Love, Duchesne, Macvean, & 
Kissane, 2006; Gustavsson-Lilius, Julkunen, Keskivaara, & Hietanen, 2007; Hagedoorn 
et al., 2008).  
On the other hand, children receiving pediatric care also experience different 
changes in their relationships with their parents.  While parents often grieve throughout 
the duration of their child’s illness, some families bond through forming more close-knit 
ties and developing a stronger sense of spirituality (Miles & Demi, 1983; Armstrong-
Dailey & Zarbock, 2009).  Families who are fortunate enough to have health insurance 
may still struggle with co-pays and out-of-pocket expenditures.  Some parents may need 
to cut down to part-time work status or completely quit a job in order to stay home and 
take care of the ailing child, causing financial stressors (Knapp, Madden, Curtis, Sloyer, 
& Shenkman, 2010).  Some communities will have an out-pouring of support for sick 
children by helping to raise funds for medical expenses.  Kids may also receive emotional 
and social support through classmates, educators, and friends (Knapp et al., 2010).    
Parent caregivers of children receiving in-home palliative care were investigated 
for changes in their relationships and lifestyles (Knapp et al., 2010).  Half of the parents 
felt no one understood the burden they bore, and 60% reported difficulty in transporting 
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their child to the hospital.  Parents’ lives were primarily changed by new restrictions 
imposed by the illness.  Caregivers described increased isolation from friends and family, 
because they had to stay home with the child and were unable to visit with social 
supports.  Many reported decreased interest in wanting to go out, because it was difficult 
to find an adequate care-giver for the evening, and they often felt too exhausted.  Parents 
also struggled to follow through on social commitments, because they would need to 
change their plans suddenly to accommodate the patient’s needs (Knapp et al., 2010). 
Internal Stressors 
 The following section examines internal stressors among patients.  Independence, 
perceived control, depression and anxiety, fatigue, and existential issues are explored.   
Independence versus dependence.  Individuals suffering with chronic illness 
have varying degrees of able-bodied independence.  Level of self-care is closely tied to 
individual levels of physical freedom and a need to rely on external assistance.  Striving 
for independence competes with the need to seek outside-support (Bayliss et al., 2003).    
This type of balancing act is ongoing for individuals with chronic illness. 
Reynolds and Prior (2003) noted that maintaining self-control and independence were 
key ingredients for forming meaningful experience in daily functioning.  Dignity and 
social respect are associated with the ability to maintain self-care outside of another 
individual's assistance.  On the other hand, utilizing social support can also be 
empowering by delegating responsibilities and freeing up the individual to have more 
energy and resources to complete vocational, home life, and familial-related tasks.  
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Persson and Ryden (2006) reported that sustaining an ability to overcome challenges 
caused by the disability were key to psychological well-being.  Participants reported a 
need for independence and pride in personal achievement, but also a need to resolve 
feelings of helplessness. The global finding in this study was that over-reliance on others 
posed the threat of developing helplessness and eliminated self-responsibility.  Avoidance 
of personal challenges disrupted both daily and long-term problem-solving abilities.  
Similarly, Lundman and Jansson (2007) noted that finding fellowship with friends and 
family and having pets tended to alleviate the psychological pressure for those with 
chronic illness.  On the other hand, fellowship could also impose stressful expectations 
which could worsen symptoms and impede functionality.  Gray and Fossey (2003) 
reported how the inability to plan activities, because symptoms fluctuate from day to day, 
compounds these interpersonal challenges.   
Perception of control.  Chronic illnesses which are significantly characterized in 
the scientific literature as intrusive and high in levels of perceived loss of control include 
diseases such as multiple sclerosis, breast cancer, sleep disorders, organ transplants, end-
stage renal disease, systemic lupus erythematosus, and rheumatoid arthritis (Binik & 
Devins, 1986; Bloom, Stewart, Johnston, & Banks, 1998; Devins, 1994; Devins et al., 
1990; Devins & Edworthy, 2000; Devins, Edworthy, Guthrie, & Martin, 1992; Devins et 
al., 1995; Littlefield, Abbey, Fiducia, Cardella, Greig, Levy, Maurer, & Winton, 1996).   
Karademas, Karamakalis, and Zarogiannos (2009) reported that stressful 
contextual factors in patients’ lives were associated with feeling a lack of control over 
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chronic illness, as well as negative perceptions regarding prognosis.  Higher levels of 
anxiety and future worry concerns about chronic illness were also reported.  Increased 
stressors may strain patients by stretching their ability to cope and function with daily life 
issues and thereby serves to undermine more positive attitudes and expectations.  
Stressful work, family, and life circumstances, which compound the stress of the illness 
itself, may drain resources (Karademas et al., 2009).   
Karademas et al. (2009) found that self-soothing strategies, such as remaining in 
bed, appeared to be more activated during increased stress and suggested that this process 
may reflect attempts to conserve energy reserves, a form of self-control.  While life 
stressors may impact the ability to cope with the illness, Karademas et al. suggested that 
the illness may shape the lenses of patients by impacting their attitudes in the face of 
daily strife and challenges resulting in a circular pattern where perceptions of control 
decrease.   
Leach and Schoenberg (2008) found a variety of strategies employed by patients 
to maintain a perception of being in control of their illnesses.  Three main coping styles 
emerged within their data which included cognitive structuring techniques, self-care, and 
spirituality and faith-based rituals.  Patients altered their attitudes about their medical 
circumstances by increasing health conscientiousness, believing their situation could be 
worse, entrusting control to another source, and accepting their illness through 
perceptions that their bodily changes reflected normative aging.   
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In Leach and Schoenberg’s (2008) study, participants described focusing on what 
they could still do, and they compared themselves to individuals who were more severely 
debilitated, and therefore they perceived themselves in a more positive set of 
circumstances (Leach & Schoenberg, 2008).  Perception of control was also enhanced 
through self-empowerment cognitive strategies such as taking their medical conditions 
seriously and developing healthier lifestyles, while other participants reported the 
opposite belief system, in which their health was something lying outside of personal 
control.  Vigilant health-conscious cognitions bred a variety of behaviors, such as paying 
careful attention to changes within their bodies, emergence of symptoms, and noting 
signs of altered health status and wellness (Leach & Schoenberg, 2008).     
On the other hand, Townsend et al. (2006) reported that participants in their 
investigation described a frustrating feeling of moral obligation, or experiencing an 
internalized contemptuous sense of duty, that reflected imposed cultural values as to what 
they should be doing to maintain control of their symptoms, in addition to handling their 
regular routines.  Participants worried about their inability to contain their symptoms.  
They were concerned about routine functioning and sustaining congruence with their 
former healthier lives and former selves.  Themes of striving for independence, 
expression of frustration, and a tendency to compare current physical functioning with 
past levels of functioning emerged in their investigation.  When individuals in their study 
found they were unable to perform previously taken-for-granted tasks, they adopted 
coping strategies to manage their health by refusing to succumb to its debilitating effects.  
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Many participants talked about the daily things that would go wrong for them (Townsend 
et al., 2006).   
  Leach and Schoenberg (2008) found that most of the participants refused to 
allow their illness to interfere with their sense of independence and personal activities, 
and so they accommodated these issues through small compromises to their daily 
activities.  They budgeted time spent toward various activities, became more selective in 
choosing how many hobbies to entertain in a given day, and they would compensate 
through the help of physical aids.  Participants overwhelmingly reported that the most 
significant form of control, especially in combating high blood pressure, was to remain 
compliant with medication protocols.  A dominant emergent theme involved the 
perception in which it is best to not ruminate on “what ifs” or that which remains out of 
one’s control.  One White woman, who experienced high blood pressure, arthritis, and 
had a history of cancer, stated the following attitude: 
It’s just like having a job really—you have to learn to live with it.  I feel like it’s 
just a normal thing that in life you deal with what you’ve got and make the best of 
it and don’t go crying around about it, but deal with it and go on with it (Leach & 
Schoenberg, 2008, p. 386). 
 
Some participants avoided concentrating on the negative experiences of their 
illness by turning over their personal power of control to another source such as a doctor, 
care-giver, or a spiritual source (Leach & Schoenberg, 2008).  Others cognitively 
detached or developed attitudes of resignation.  One of the participants reflected that 
acceptance of her disease freed her from being bound to the stress of it (Leach & 
Schoenberg, 2008).  As identified in the current author’s previous work, there may be a 
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need in the literature to more clearly distinguish the psychology of resignation versus 
acceptance among this population (Pogge, 2011).    
A finding of particular significance worth noting from the Leach and Schoenberg 
(2008) study was the marked difference they found between Caucasian and African 
American participants in relying on spirituality as a means of confronting perception 
issues of control.  Without probing from the researchers, the large majority of the African 
American participants openly disclosed that prayer, leaning on a church or a place of 
worship community, and attributing support from a higher power were control strategies 
employed for chronic illness self-management.  Nearly all of the African American 
participants described praying throughout the day, as well as revealed that other members 
of their faith prayed for them.  This finding underscored faith as a significant channel for 
acquiring support.  Prayer involved asking for strength to cope with their challenges.  
When facing uncertain future circumstances and shaky health, a belief that a higher 
spiritual power was watching over them provided feelings of comfort and solace to 
participants.  Meanwhile, only when Caucasian participants were specifically asked about 
whether or not they prayed or whether others prayed for them did half of their ethnic 
demographic group mention this aspect.  The other fifty percent of the Caucasian 
participants did not discuss a higher power, church or any place of worship, or prayer at 
all (Leach & Schoenberg, 2008).  The coping aspects of spirituality have been explored 
more at length in a later section devoted purely to spirituality within this literature review 
chapter.      
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Delmar et al. (2006) found that for individuals with chronic illness there is a 
fluctuation of perceptions that vacillates between hope and hopelessness, which appeared 
to correspond with a fluctuation between the experience of maintaining control of one's 
self and feelings of powerlessness.  These experiences stimulate feelings of anxiety about 
the future and frustration in the face of making hard daily and long-term decisions.                   
Namiki et al. (2009) found that a perceived sense of control impacted wellness 
outcomes for individuals living with end-stage kidney disease.  Flexibility of schedule 
helped return a sense of control to patients, particularly when treatment took place over 
night.  Participants were empowered by taking charge of managing their bodies and 
treatment as opposed to feeling that their bodies dictated their lives and required 
deference to outside assistance.  Nocturnal dialysis benefits included increased energy 
and overall feelings of improved health.  When comparing home-based nocturnal dialysis 
to in-hospital setting care, one participant described how a longer duration of home-based 
treatment improved her symptoms: 
….Sometimes in the hospital you don’t get so much time usually.  In the hospital 
you get four hours, so to me, four hours is not good for me, because the fluid 
levels are going to rise up, because you haven’t taken enough off in four hours 
(Namiki et al., 2009, p.550). 
 
 Other illnesses, such as epilepsy, can also be extremely intrusive by placing an 
enormous strain on patients’ perception over self-control, leading to changes in self-
esteem, quality of life, and overall levels of happiness (Poochikian-Sarkissian, Sidani, 
Wennberg, & Devins, 2008).  Poochikian-Sarkissian et al. (2008) compared three 
treatments for patients suffering with seizures, including surgical interventions, 
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medication, and a group of patients who were monitored, but the disease was not well 
controlled.  When seizure frequency was controlled, the groups did not reveal a 
remarkable difference in terms of intrusive experience, which suggests that the efficacy 
of treatment is of key importance.  Patients who received surgery reported the most 
favorable psychosocial outcomes over the group who received medication, and the group 
who showed the least favorable results was the epilepsy monitoring unit (EMU) control 
group.  These results suggested that surgery, which often leads to the total cessation of 
seizures, disrupts the experience of intrusiveness imposed by episodic seizures and 
consequently it tends to have a stronger efficacy rate for strengthening perceived control 
(Poochikian-Sarkissian et al., 2008).   
Not surprisingly, intrusiveness of a variety of illnesses and the perception of a loss 
of control has been shown to be positively correlated with depressive symptoms and 
inversely correlated with quality of life (Poochikian-Sarkissian et al., 2008).  The effects 
of depression and anxiety have been discussed in more detail later.   
Good metabolic control has been shown to have a positive impact on quality of 
life, while diabetic complications have been shown to have a negative impact on quality 
of life.  The American Association of Diabetes Education (AADE) underscore that 
educators and advocates assist patients in understanding what is within the realm of their 
control and foster self-disclosure as a means of providing support (Kent et al., 2010).                
 Metabolic control appears to be most decreased by failure to comply with 
treatment plans.  Both internal and external factors are likely to combine in these 
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situations (Kent et al., 2010) reflecting an interplay between such variables as low 
financial resources, family distress, depression, destructive coping mechanisms, external 
locus of control, inadequate social network, and life stressors.  Diabetic treatment which 
has been compounded by problematic behaviors also includes disordered eating habits, 
anxiety, and social withdrawal.  Men who are diabetic are three times more likely to 
experience sexual dysfunction than their counterparts who are diabetes free.  Cognitive 
decline triggered by the disease impedes self-care, and in turn the lack of self-care 
exacerbates the disease.  Patients fall into a vicious cycle which feeds on itself (Kent et 
al., 2010).     
Depression and anxiety.  A common result of chronic illness is the development 
of depression (Anderson & Horvath, 2004).  Approximately 19% of the population 
suffers with chronic pain.  Of those 19%, 21% wrestle with the effects of both pain and 
depression (Breivik, Collett, Ventafridda, Cohen, & Gallacher, 2006).  Susceptibility to 
depression is much greater for individuals who have chronic illness than those who are 
free of illness.  On average, between 9.3% and 23% of the time, someone with chronic 
illness will sustain a depressive episode (Moussavi, Chatterji, Verdes, Tandon, Patel, & 
Ustun, 2007).  Bekelman, Nowels, Allen, Shakar, Kutner, and Matlock (2011) found high 
depression and anxiety prevalence rates in their study which spanned over 3 years.  
Among the 50 patients seen for outpatient palliative care for chronic heart failure, 34% of 
them expressed anxiety and worry about the future.  Common psychological issues that 
were reported included depression, sleep disturbances, fatigue, anxiety, breathlessness, 
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and pain (Bekelman et al., 2011).  Compounding side effects of depression appear to 
spread across all ages of those living with chronic illness and has been linked to death 
rates among patients (Moussavi et al., 2007).    
Physiological expression and behavioral symptoms of pain often mask the 
symptoms of depression.  Consequently, depression is often under-diagnosed and goes 
untreated.  Self-efficacy and interpersonal relationships become strained by the 
development of complex psychological issues, such as learned helplessness, financial 
stress, anger, and somatization (Schattner & Shahar, 2011).   
 Stress experienced during unrelenting illness may psychologically become 
personified and adopted into a sense of self.  An internal transition takes place in which a 
person may experience stress as a type of mental representation, an object, or a separate 
living entity with its own properties residing in the body that once adopted into the world 
of the self, creates inner cognitive dissonance (Schattner, Shahar, & Shakra, 2008; 
Sullivan, 1953).  Schattner and Shahar (2011) found that participants who perceived and 
internalized relentless pain as a cruel, malevolent entity resulting in depression were 
more apt to have had a pre-existing introjective personality.  When pain was personified 
as an entity and adopted into a sense of identity by participants in their study, this 
phenomenon then predicted depression, stress related to pain, and intrusiveness of the 
illness.  Intensity of pain predicted depression and anxiety; however it failed to predict 
stress correspondent to pain and experiences of the illness being intrusive.    
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 Thirty percent of patients receiving outpatient palliative care for chronic heart 
failure reported the utilization of opioids primarily for pain, while 40% were taking 
antidepressants (Bekelman et al., 2011).  Symptoms of depression and anxiety were 
widely reported.  Fears of an uncertain future were commonly expressed, as well as some 
reports of suicidal ideation.  Pain, fatigue, breathlessness, and sleep disturbances were 
also often noted by participants during palliative care visits.  Prescriptions for depression, 
anxiety, and pain relievers were more frequently prescribed than medications which 
targeted symptoms of breathlessness, fatigue, and sleep disturbances (Bekelman et al., 
2011).  Based on these findings, Bekelman et al. (2011) recommended utilizing a team 
approach involving a mental health professional to benefit the well-being of patients in 
palliative care for chronic heart failure.     
Development of depression appears to be a higher risk for patients who have 
sustained a traumatic brain injury (TBI) up to several years.  Meanwhile, information 
processing and attention have been linked as an impact of major depressive episodes 
(Himanen et al., 2009).  Himanen et al. (2009) recruited a sample of 210 participants who 
sustained a TBI between the years 1950-1971 for investigation.  Because of a second 
injury or a significant disability following a prior injury, participants were referred to the 
neurological department, and the majority of patients were invited to participate in a 30-
year follow-up.  Beck Depression inventories were used to measure the occurrence of 
depressive symptoms (Himanen et al., 2009). 
69 
 
Depression reportedly declined over time.  Major depressive symptoms were 
initially shown to be high, representing 26.7% of the group, shortly following the injury.  
At the 30-year follow-up, however, that number had fallen to 10%.  Attention processing, 
such as verbal working memory tasks, appeared broadly impacted by TBI.  However, 
depressive symptoms appeared restricted to a small gamut of attention functions 
(Himanen et al., 2009).   
While the depression group was significantly different from the non-depressed 
group, there were no distinctions made between the non-depressed TBI group when 
compared to controls.  The impacts of TBI appeared more pronounced in complex, 
flexibility-demanding processing, including executive functions, working memory, and 
attention shifting.  On the other hand, patients who suffered TBI with chronic sequelae 
showed that depression symptoms appeared to impact more basic forms of vigilance or 
information processing.  These findings supported the hypothesis that depression is 
associated with a specific prefrontal-subcortical circuit.  The results suggested that 
depression symptoms are fairly independent from the higher complex attention functions 
impacted from the occurrence of TBI.  Researchers and clinicians are cautioned to not 
assume that depressive symptoms cause all cognitive deficits in chronic TBI (Himanen et 
al., 2009).       
Yu and Petrini (2010) documented that patients experienced various staged 
reactions to a diagnosis of end-stage renal disease.  They experienced anxiety, fear, 
denial, and contemplated questions such as to how this could happen to them.  These 
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experiences gave way to anger, feelings of vulnerability, despair, and finally acceptance.  
Lane, Chong, and Lip (2005) reported that there is a higher occurrence rate of depression 
among older people who experience chronic illness.  One of the guidelines for 
management of diabetes is exercising healthy coping and implementing positive self-care 
behaviors (Kent et al., 2010).  Kent et al. (2010) defined healthy coping as, 
“…responding to a psychological and physical challenge by recruiting available 
resources to increase the probability of favorable outcomes in the future” (p.229). 
Kent et al. (2010) explained that patients who integrate and accept a realistic 
picture of what diabetes will mean into their holistic sense of identity will also 
demonstrate healthy coping.  Those who show positive coping mechanisms work with 
health care educators and professionals to increase their quality of life.  Adopting positive 
attitudes, behaviors, and skills, are aspects of what is required to cope in healthy ways, 
and there is an underlying emphasis on “thoughts, feelings and actions” (p. 229).  Failure 
of health supporters of diabetic patients to empower and motivate compliance, and to 
encourage positive, hopeful attitudes may contribute to depression (Kent et al., 2010). 
   Wider systemic issues may be related to depression including financial strain, 
external locus of control, distressing life circumstances, difficulty with problem-solving, 
inadequate social support, less education, inefficient prioritizing, care-taking of others, 
stigmatization about the inability to cope, comorbidity of other health problems, and 
deprived access to health care providers.  Patronizing, insensitive remarks can lead to 
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instilling feelings of hopelessness, which in turn contributes to depression (Kent et al., 
2010). 
Pharmacists may see these patients more regularly than doctors and nurses.  
Because of their accessibility and frequent contact with patients, they may be the ones to 
detect depressive symptoms and consequently may be able to intercede by making 
appropriate referrals back to the attending physician for assessment and follow-up 
treatment interventions.  Diagnostics measures, which can detect issues of anxiety and 
other psychological disorders, are also needed to assess for depressive symptoms (Kent et 
al., 2010).     
Patients who received treatment for their depressive symptoms experience an 
average of 61 more days free of their symptoms in a 24-month study, compared with 
those who only received basic care interventions in a primary care clinic (Kent et al., 
2010).  Incorporating psychological treatment helps to bolster against the effects of 
depression.  Recognition of treating the whole person not only has a positive emotional 
impact on the patient, but it also has the subsequent impact of helping to lower overall 
healthcare costs (Kent et al., 2010).            
  The prevalence of depression and anxiety among diabetic patients is quite high.  
Individuals who have a diagnosis of diabetes experience depression up to two times more 
frequently than their counterparts who are free of the disease.  Individuals who suffer 
with both diabetes and depression experience much worse consequences than individuals 
who only have a diagnosis of diabetes.  Those who are burdened by both depression and 
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diabetes have higher health expenses, poorer glycemic control, diabetic complications, 
higher unemployment and overall work disability, and a higher mortality rate.  Behaviors 
which have been associated with diabetic patients who are also diagnosed with major 
depression versus those who have diabetes without depression include low compliance 
with taking prescribed medications such as antihypertensive, lipid-lowering, and oral 
hypoglycemic agents.  These individuals also tend to exercise less, have poor eating 
habits, smoke more, and maintain general poor self-care (Kent et al., 2010).       
 Also related to depression, Schattner et al. (2010) conducted a study in Beer-
Sheva, Israel, investigating the relational experiences among couples who identified one 
partner as living with Systemic Lupus Erythematosus (SLE).  The results from their study 
were compelling, as they stated, “The findings of this study suggest that it is the impact 
of SLE on lived experiences, rather than the illness per se, that carries a depressogenic 
effect” (p. 336).  According to Schattner et al., hiding symptoms from significant others 
was found to be correlated to depression.  Concealing symptoms presented a variety of 
challenges for intimate partnerships.  Storytelling about the illness can be very cathartic 
by weakening the weight and strength of the experience, by unburdening and sharing 
some of the shouldered feelings of it with another person. Therefore, the inability to 
narrate their experiences blocked patients from having a safe forum where they could put 
their experiences into perspective.  Individuals were unable to refocus energy to more 
positive interpretations of the experience simply because discussion of the illness was 
avoided.  Hiding the symptoms and withholding dialogue about the illness experience 
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also undercuts attempts to activate social support.  Isolation may be a predisposing factor 
to depression (Shattner et al., 2010).    
  When individuals felt silenced and imprisoned by the inability to share their 
experiences with their intimate partner, they felt the illness had overtaken their lives and 
become a much bigger force.  This sense of intrusion was also linked to the causes of 
depression.  Individuals who were particularly susceptible to withholding their 
experiences of the illness from their loved ones were patients who already tended to be 
self-deprecating.  Patients who were hard on themselves in response to their illness 
experienced limited access to their loved ones, which increased their sense of isolation, 
and thereby increased their susceptibility to feelings of depression, which was amplified 
by how these processes predisposed them to a global sense of illness intrusion.  The key 
results of the study pointed to how the illness imposed restrictions and limitations on life 
satisfaction.  The study also found evidence that when a diagnosis of depression existed 
prior to the onset of medical symptoms, the feelings of depression were exacerbated by 
the medical symptoms, creating a compounding, vicious cycle (Shattner et al., 2010).      
 Fatigue.  Fatigue can be an issue in many forms of chronic illness.  For example, 
following cancer treatment, symptoms of fatigue can continue for several years.  A study 
conducted on women who were between 2 to 10 years post cancer treatment found that 
68% of them routinely struggled with fatigue.  Fatigue is identified as persistent and 
extreme when it impacts patients’ quality of life and consumes their day to day lifestyles.  
74 
 
Fears about personal activity, cancer returning, and anxiety are all connected with severe 
fatigue symptoms (Rosman, 2009).   
 Approximately 6 months to a year post-cancer treatment, fatigue symptoms are 
perceived by persons in the patients’ social support as normal and to be expected, given 
the toxicity of the cancer treatment.  However, when fatigue continued to last beyond a 
year, there appeared to be an expiration date on support.  Family and friends of the 
patients became frustrated with the patients’ energy loss and pathologized the patients’ 
reports of fatigue (Rosman, 2009).  Family and friends urged patients to merely shake off 
the fatigue symptoms.  One of the participants reported this phenomenon by saying: 
At the beginning, everyone accepted that I was exhausted, they helped me, and 
they understood.  Then at some point, after about one year, I think, when I said I 
was tired, their attitude changed.  They were fed up, and they told me to stop 
complaining (Rosman, 2009, p. 31). 
     
Another participant echoed these feelings by saying, “Even if I’m not tired, I tell people 
that I will get tired from time to time due to my cancer, because if I don’t say that, they 
tend to forget about it” (Rosman, 2009, p. 33). 
Half of the participants in the Rosman (2009) study described succumbing to the 
fatigue and accepting imposed limitations on their lives.  Participants described going to 
great lengths to make personal changes in their lives to accommodate the fatigue.  Some 
participants described rearranging space in the home to devote more effort toward 
meeting the needs of their fatigue.  Participants became very boundaried and conservative 
about how they spent their time and energy.  Coping with the fatigue required utilizing 
rigid routines, and patients did not deviate from these regiments.  Participants described 
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developing a savvy for determining how they would divide their energy resources among 
their activities.  Utilizing this strategy eased the burden of how the stress of outside 
events would affect their quality of life.  Two participants empowered themselves by 
addressing an additional important need for perceived control through this introduction of 
strict order and planful scheduling of their daily activities.  By organizing and scheduling 
activities and rest, this strategy also provided storing of precious energy reserves.   
 On the other hand, some participants felt imposing order restricted their personal 
freedom and the quality of their lives.  In fact, some welcomed spur of the moment 
changes, because it helped bolster against monotonous feelings.  Energy was regarded as 
a valuable resource, which must be protected.  One participant reflected on how she 
guarded her precious reserve of energy by saying, “I’m very careful about how I use my 
energy.  I only do things that I really enjoy.  I don’t want to waste my rare energy.  I 
prefer to save it for my own activities” (Rosman, 2009, p. 32).      
 Many of the participants had trouble receiving recognition that their fatigue was 
legitimately debilitating their ability to work.  While fatigue was often the primary 
symptom, some participants achieved disability support due to other medical symptoms.  
Rosman (2009) reported one participant’s remarks on this issue in the following, “…It’s 
much harder to get people to accept fatigue, but it’s fatigue that bothers me the most” (pp. 
33-34).  One woman was denied full disability because the medical expert assigned to her 
case dismissed the severity of her symptoms and concluded that being tired is a part of 
life for anyone.  The patient pursued legal action and won with the aid of her physician 
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who authorized that she was suffering from disabling fatigue.  Her case helped pave the 
way for other patients who need their condition to be taken seriously and recognized.  
There appeared to be some strategy in finessing the right combination of words by 
utilizing the term disability, which helped draw attention to this issue.  Consequently, this 
increased attention can lead to receiving important in-home care and social service aid for 
families.   
Existential issues.  Existential concerns, such as isolation, meaning, and freedom, 
are prevalent for persons with chronic illness. Many individuals in the Bethune-Davies et 
al. (2006) study reported a sense of isolation. Some were housebound for extended 
periods of time or in nursing homes where they experienced a lack of connection due to 
the severe cognitive impairments of other patients.  Giddings, Roy, and Predeger (2007) 
noted that, as there is an increase in reliance on others, there is also an increased sense of 
isolation.  Participants in their study felt a sense of loneliness that developed from the 
changes in social activities, which isolated them from many of their peers.  
Lundman and Jansson (2007) found themes of loss and uncertainty that threatened 
routine order.  Patients had to confront physical impairments such as balance, bending, 
use of hands, and energy.  They had sleep disturbances aggravated by pain, sensation loss, 
and anxiety.  These symptoms caused an increase in fatigue, which exacerbated the 
symptoms.  Life became increasingly uncertain as individuals began to fear how to go 
about achieving normal daily functioning.  Individuals often experienced feelings of guilt 
about the possibility of passing the disease on to their children.  Some reported feeling 
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defensive about retaining a sense of dignity.  Feelings of shame gave way to an 
inauthentic self as a way to save face with the external world.   
Chronic illness is a long-term experience that impacts physical and emotional 
well-being over a period of years.  In a longitudinal study, Charmaz (2006) examined 
developmental markers that occur during long-term illness as a way of measuring the 
construction of personal meaning.  Individuals constructed meaning about themselves as 
they pursued and either achieved, or failed to achieve, personal goals that were self-
identified markers.  Pursuing and achieving markers became largely attached to how one 
tended to identify the self.  Some participants in the study were motivated to pursue a 
designated physical marker but later would backslide.  Participants would restructure 
their priorities and create different markers to develop personal meaning.  This helped 
uncover the way people make choices to retain or abandon markers.  Charmaz further 
explained how people may be reminded of a former lifestyle when they were able to do 
activities they now find difficult.  Individuals felt anger, fear, and self-pity, because they 
felt unable to pursue their markers, which led to depression or other crises. 
Summary of Stressors 
 In summary, the preceding sections examined how external stressors, such as 
health insurance coverage, employment concerns, mass campaigns for disease 
prevention, and stigmatization, create contextual issues for individuals living with 
chronic illness and disability.  Interpersonal stressors, including care-giver burden, 
lifestyle adjustments, and changes in relationship, generate highly involved and 
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potentially distressing relational patterns, adding increased burden for both patients and 
their loved ones.  Ongoing struggles with internal stressors have been shown to have 
detrimental effects on the physical and psychological well-being of individuals with 
chronic illness.  Specifically, internal stressors, including independence versus 
dependence, perceived loss of control, depression and anxiety, fatigue, and existential 
issues, were presented to demonstrate how these experiences produce compounding 
challenges for individuals within this population (Taylor, 2006). 
Developmental Factors 
Young Chronically Ill   
Youth who were hospitalized for chronic illness-related issues reported feelings of 
isolation.  Young individuals facing chronic illness also wrestle with aesthetic issues, 
particularly when their illness is visible and impedes their ability to make friends.  
Chronic illnesses, such as epilepsy, are difficult to conceal, and it is difficult to make their 
illness invisible.  Young individuals who are chronically ill did report that close best-
friends were very helpful in bolstering support to them, because they felt safe in opening 
up with self-disclosure.  Some young individuals described fear that revealing their 
illness could injure or hurt their romantic relationships.  However, this strategy was a 
double-edged sword, because keeping secrets and maintaining a shroud of deception also 
injured intimate relationships (Taylor, Gibson, & Franck, 2008).   
During the early teenage years, youth did not remark on making attempts toward 
normalcy.  However, by their mid teenage years, the issue of normalcy gained more 
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immediate attention, and youth were trying to actively cope with the limiting experiences 
imposed by their illness.  Treatment is often perceived as “I am not the same as everyone 
else,” which is particularly a problem given the peer-related issues adolescents already 
encounter (Taylor et al., 2008).  Parents provided the best support to adolescents.  Young 
individuals internalized their parents’ perceptions about the illness and adopted internal 
frames of reference based upon their parents’ attitudes.  Adolescents resented parents who 
concentrated more on the illness and failed to experience them as a whole person.  
Overprotective parents lead to more difficulties with developmental issues concerning 
adolescents’ natural striving for independence.  During middle adolescence, young 
individuals struggled against boundaries by resisting treatment and were more in conflict 
with their parents.  In later adolescence, they found that they could create their own 
regiment, which made them feel more empowered and independent (Taylor et al., 2008).  
Young individuals reported being bullied and teased at school because of physical 
changes or limited physicality.  They struggled with painful social alienation.  Repeated 
absences imposed academic challenges, and adolescents felt as though their opportunities 
for success were dismissed or minimized, and teachers were often experienced as 
unsupportive.  Teachers were often ignorant about the nuances of the illness and created 
needless limitations for fear of liability and safety issues.  Young individuals were further 
singled out from their peers when teachers used a different grading standard to evaluate 
their projects.  Some individuals found that concealing their illness from their teachers 
helped establish feelings of normalcy and fitting in (Taylor et al., 2008).   
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Young individuals reported receiving the most instrumental support from their 
nurse.  They described feeling dehumanized if they were not affirmed by medical 
personnel and reported a need to be viewed as a whole person and not seen as just sick.  
Some individuals were concerned about obtaining employment and chose to hide the 
disability, and some struggled with narrower vocational choices.  Some youth were 
concerned about relocating and being able to cope with their illness by themselves.  
Young individuals reported fears of hereditary issues as well.  Because young people are 
struggling so much to fit in and experience a sense of normalcy, nurses were encouraged 
to reframe their delivery of care by focusing on wellness as opposed to illness (Taylor et 
al., 2008). 
Young patients in China diagnosed with end-stage renal disease experienced 
shock, disbelief, and denial (Yu & Petrini, 2010).  Yu and Petrini (2010) reported how a 
young patient described his experience by saying: 
At first I could not believe what the physician said to me at all.  I thought they 
(physicians) had made a mistake.  I am so young, and I am strong, I even have not 
seen a doctor since I was six years old…it is impossible that I could have this kind 
of serious disease…I could not believe that until I could not catch my breath one 
day, I think I have to comply with the physician’s suggestion (dialysis therapy) (p. 
661).   
 
For patients who had to transition from thinking about their situation as living on 
medicine to living on machines, such shifts served as a sobering dose of reality.  Some 
patients coped with these confrontations by adopting a perspective in which dialysis was 
merely an aspect of their life, or they perceived it as a part-time job.  Optimism is not 
only a strategy, but it also requires skill.  Development of this skill was in itself a source 
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of empowerment by focusing on learning skills and finding out what more they can learn 
to do for themselves (Yu & Petrini, 2010).   
Aging Chronically Ill   
According to the World Health Organization (2006), life expectancy is increasing 
globally.  Many of these individuals will suffer with some type of chronic illness and 
many of them will be challenged by a comorbidity of illnesses.  For example, age 
evaluation impacted one individual’s decision about whether or not to receive a kidney 
transplant by stating: 
I would not do it.  Ah, because I feel this way.  There must be someone younger 
than me that needs it, because I’ve just about lived my life.  I’m at the most 
looking at 5 years, maybe 2 years, I don’t know.  Why deprive a younger person 
of their life?  Whereas they may get 15 years out of it, or they might get a lifetime 
out of it.  No, I wouldn’t do it.  I’m too old to start that (Namiki et al., 2009, p. 
551). 
 
In their research in China, Yu and Petrini (2010) found age discrepancy 
differences in reactions to onset of dialysis treatment.  Middle aged and elder patients 
showed more openness and acceptance of dialysis treatment.  However, young patients 
demonstrated denial as a means of coping.  Older patients seemed better able to accept 
the new treatment because they had gradually developed the onset of poor kidney 
functioning and had more time to prepare and adjust to the experience.  Older patients 
had also become veterans in coping with other health conditions prior to end-stage renal 
disease.   
Older patients, who experience a multitude of health problems and disabilities, are 
more likely to see a decline in functioning, and they particularly face an increased 
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likelihood of additional functional difficulties during hospital stays.  A comorbidity of 
health problems and a complex intersection of meeting those needs challenge health care 
professionals.  Values and attitudes about allocating time and resources toward emotional 
needs and overall functioning of elderly patients were sometimes a source of conflict 
between doctors and nurses.  Physicians perceive attention to emotional needs as lying 
more on the border of medicine.  Physicians may undervalue attending to emotional 
needs and believe that the treatment of chronically ill is to cure or conduct symptom 
management.  Consequently, nurses can feel unappreciated for these treatment efforts 
(Milton-Wildey & O’Brien, 2010). 
In their study of nurses working with older patients, Milton-Wildey and O’Brien 
(2010) identified how nurses’ relationships with patients enhanced care and was 
important to the overall health and well-being of patients.  Important areas identified by 
nurses were medical history, monitoring changes in patient condition, and cognitive 
functioning.  Nurses utilized a variety of skills to help build rapport and empower 
patients, including reassuring patients, recognizing the patient as a whole person, getting 
a clear picture of patients’ routines, self-management and coping, as well as active 
listening and talking with patients, making good on their promises, going the extra mile 
in administering care, and implementing personal experiences of humor.  Nurses also 
described the importance of supporting and fostering the dignity of patients (Milton-
Wildey & O’Brien, 2010).  
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While the nurses described the importance of maintaining integrity, Milton-
Wildey and O’Brien (2010) also discovered disturbing behaviors of incompetency, 
neglect, and elder abuse during the interviewing and observational data collection.  
Nurses described picking and choosing when and which types of care needed to be 
implemented.  In conceptualizing care as optional, they rationalized that this provided 
more time to socialize with their colleagues.  Rarely were the nurses actually providing 
the basic mandated level of care.  The nurses felt that they were too understaffed to 
administer hygienic care to patients, such as washing hair and offering a caring, listening 
bedside manner, which took time away from their social time with peers.  The nursing 
staff reported needing social interaction or “excitement” time in order to cope with the 
demands of their work and found ways to insure that patients would not inconvenience 
their socialization by structuring and coordinating patient care around congregation with 
their peers (Milton-Wildey & O’Brien, 2010).  In their own words, nurses described 
addressing this need by bending patient care around how they would “take this patient 
care time” to socialize (Milton-Wildey & O’Brien, 2010, p. 1256).   
One nurse remarked that they simply eliminated elements of care, while another 
complained that older patients require double the amount of time as their younger 
counterparts.  Nurses described a preference in tackling the more intellectual stimulating 
aspects of care such as administering intravenous infusions, administering medications, 
and applying wound dressings.  The nursing staff did not enjoy the general basic care 
called for in elderly patients, such as managing continence, fluids, passive and active 
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exercises, helping patients eat, repositioning them in bed, and assisting in coughing and 
deep breathing.  One nurse reflected about caring for older patients and said, “They need 
twice as much help.  They can be incontinent and need cleaning up.  I don’t find this care 
challenging” (Milton-Wildey & O’Brien, 2010, p. 1255).  A nurse reported pressures to 
administer medications before attending to other aspects of work.  During the 
observation, an older woman went neglected who reported frequently that her backside 
was painfully burning (Milton-Wildey & O’Brien, 2010). 
 Not surprisingly, blaming emerged as a theme in the study.  Nurses justified their 
actions by pointing the finger at the pitfalls of the larger health care system, other nurses, 
older patients, and themselves.  The nursing staff believed that making adjustments to 
how health care was administered would be far too great a challenge.  Nurses expressed 
knowledge about what was needed in order to adequately treat the acutely ill older 
patients; however, they openly admitted to being selective about how much and with 
whom to give this level of care.  Some nurses resorted to victim-blaming by suggesting 
that older patients did not ask for help and sometimes refused their help.  There was also 
finger-pointing about the inflexibility and pressured amounts of time needed within the 
health care system to adequately address basic expectations of care.  Inner conflict about 
ethical obligations to patients collided with restrictions due to being under staffed.  
Hence, nurses adopted blame, rationalization, and justification to cope with these inner 
feelings of anxiety and professional incompetence (Milton-Wildey & O’Brien, 2010).  
Mantzoukas and Jasper (2004) similarly found that professional hierarchical prestige 
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within the healthcare system, along with insufficient resources, poor staffing, and 
economical cuts, led to nurses feeling disrespected, unappreciated, and undervalued by 
the administration of the hospital.  
Marsteller et al. (2010) found that doctors were more likely to experience conflict 
with their older patients, and they were less apt to engage in mutual dialogue.  One of the 
largest breakdowns in healthcare delivery to the aging is communication gaps (Barnes et 
al., 2006; Rogers et al., 2000).  Physicians are often challenged by older patients who do 
not volunteer very much information, do not engage in their visits, and fail to make 
important inquiries (Marsteller et al., 2010).  Health care providers struggle to involve 
older patients in making choices concerning their health conditions when the full picture 
is not presented to them, and these issues are compounded by the complexity of multiple 
health issues older patients often experience.  Doctors preferred and enjoyed their healthy 
patients and personally did not hold regard for their elder patients as much.  Patient 
advocate nurses are sometimes employed to assist in intervening with this problem 
(Marsteller et al., 2010).       
Quality of Life and End of Life Care   
Engstrom, Grip, and Hamren (2009) conducted a qualitative study by examining 
diaries kept by Intensive Care Unit (ICU) staff or close relatives to terminally ill patients.  
Patients were asked about their reactions to the diaries which were maintained for them, 
and four themes emerged from the data sets.  Patients reported fearful feelings about what 
they would learn from the contents of the diary.  However, they also expressed a sense of 
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gratitude that someone had kept such a close eye on them and documented their 
experiences.  They expressed feeling deeply touched by the gesture of the diary.  One 
theme pertained to a loss of reality, which was confusing for the patients.  Some felt that 
they were reading about someone else’s life.  The final theme which emerged was a 
development of coherence (Engstrom et al., 2009).   
None of the participants had full recollection of their time in ICU.  Some 
described having mistaken perceptions about what actually unfolded.  Some described 
experiencing the medical staff as cruel or uncaring.  Some believed they could not escape 
and experienced feelings of being trapped.  They recalled dreams and nightmares about 
dying.  Participants described how reading the diary was painful in reliving their 
experiences and loss of time, but it also constructed a linear timeline, which helped them 
make sense of what really happened to them.  The diaries helped them to not only learn 
what happened around them, but also what their bodies went through and how recovery 
had been such a lengthy painstaking journey (Engstrom et al., 2009). 
When participants read about themselves, they described the experience as 
touching a tender wound, because they read through the eyes of their loved ones the 
impact their illness had on them.  Patients also discovered how little control they had over 
the situation and their body.  Gleaning meaning from suffering was a way to affirm 
feelings of worthiness for the patients.  Loved ones and relatives of the patients 
reaffirmed that the patients had someone to keep fighting the illness for them and that 
they were needed, loved, and valued.  The final theme of coherence was achieved when 
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patients were able to get the illness under control.  Once they were able to develop 
understanding about what took place, they were able to manage and integrate the 
information into a meaningful picture for themselves.  Meaning-making appeared to be 
an important final step in healing from their experiences in ICU (Engstrom et al., 2009). 
Ninety percent of Intensive Care Unit (ICU) patients die following a choice to 
minimize treatment procedures.  There is a growing concern in the health care profession 
about unnecessary aggressive medicine and poor terminal care.  For example, individuals 
living with progressed Chronic Obstructive Pulmonary Disease (COPD) often experience 
anxiety and depression and have different coping mechanisms because of the strain of the 
disease (Goodridge, Duggleby, Gjevre, & Rennie, 2009). 
 Goodridge et al. (2009) examined physicians’ and nurses’ reactions to patients 
being treated for COPD in a Western Canadian city and found that nurses stigmatized this 
group of patients as “very anxious,” “demanding,” and as “complaining patients who set 
the rules” (p.52).  These issues were compounded by patients who already had a 
psychological diagnosis of anxiety, panic disorders, and depression.  Doctors were more 
apt to describe these patients as “difficult,” which impacted the relationship and 
subsequently the quality of care (p. 52).  Similarly, nurses’ negative perceptions may have 
also influenced the interaction with patients’ families and level of quality services they 
provided to patients.  Feelings of frustration emerged among health care professionals 
about attending to physically stable patients who required an enormous amount of 
emotional need, while being pulled away from patients who were suffering more 
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physically.  Nearly 60% of nurses in this study reported feeling that COPD patients’ lives 
were sustained much too long.  
 Over 90% of patients who are dying in ICU units are not able to actively be 
involved in the assessment and decision-making of their health, because they suffer with 
cognitive impairment.  Less than 25% of all patients were given the chance to express 
end of life (EOL) wishes with a health care provider during their time in ICU.  Part of 
this problem has to do with how awakening patients cannot be done without causing 
significant pain, and therefore, health care professionals are under no ethical obligation to 
include patients in the decision making.  The principle of patient autonomy declares 
individual patients as the chief executors in their medical decisions.  However, less than 
5% of dying patients are identified as having adequate mental competency to actively 
participate in their medical choices, and less than 10% maintain advance directives 
(Goodridge et al., 2009).   
Health care professionals expressed uncertainty about the aggressive treatments 
prolonging lives when the prognosis was grim.  Mandating rescue procedures was 
perceived to be in conflict with the interest of providing quality end of life care.  Nurses 
provided more negative ratings for individuals who died with COPD than from other 
health issues on the following assessment items: feeling at peace with dying, clearing up 
bad feelings with others, being unafraid of dying, kept dignity and self-respect, visited by 
spiritual/religious advisor, spending time with his/her family and friends, and breathe 
comfortably (Goodridge et al., 2009).  
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Waterworth and Jorgensen (2010) uncovered that transitioning from independence 
to dependence to death does not occur neatly in a stage-wise process, but rather the 
experience of this transition is much more complex in nature.  Bridges (2004) identified 
psychological adjustments made during three phases.  First, older patients need to work 
on letting go and face bereavement due to losses and change.  Secondly, feelings of 
uncertainty emerged when change was in motion.  Finally, a reconstruction of a sense of 
self occurred when a new beginning or new experiences took place.  Older patients 
emphasized a need to believe in their health care providers and that they entrusted their 
lives to their health professionals.  Participants were afraid of being a burden when their 
condition declined (Waterworth & Jorgensen, 2010).  
Older patients were found to see through temporal lenses as they retreated to 
stories about their past and expressed fears and sadness about what lay ahead.  The past 
held achievements and fuller experiences.  The future often appeared bleak and was filled 
with hopelessness.  Older patients experience several different types of losses.  They 
grieve transitioning from their homes to new residential facilities, and they grieve the loss 
of social groups, friends, relationships, and hobbies.  Some participants were devastated 
by the multitude of losses and expressed readiness to die.  One participant captured the 
essence of this feeling this way: 
I would just like my life to finish.  I’m ready to die.  I’ve had a wonderful life, but 
it’s just a little too long really…I’ve had enough of life.  All my relatives have 
long gone…I have no family at all, and my friends in my generation have long 
gone, too (Waterworth & Jorgensen, 2010, p. 202). 
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Other participants expressed a strong desire to keep living, because they had goals, 
family, and friends to support them.  Some participants employed compensation as a way 
to cope with the loss of no longer being able to do things they once loved and refocused 
their energy to new interests which remained within their physical power (Waterworth & 
Jorgensen, 2010).    
 Feelings of uncertainty emerged as a common characteristic among this older 
population of patients.  As symptoms become more difficult to control, feelings of 
uncertainty begin to climb.  One participant phrased this experience by saying, “If you 
know where you’re going, or you think you know where you’re going, then the journey’s 
not so bad” (Waterworth & Jorgensen, 2010, p. 202).   
Participants would turn to personal life convictions, spirituality, and social support 
to cope with feelings of uncertainty.  Fears about declining health fueled concerns of 
uncertainty.  Routinely working and structuring their lives fostered feelings of being more 
in control and helped bolster against further decline.  Uncertainty was also ushered in 
with more positive feelings of hope that their health care services would be a strong 
support to them when they experienced new beginnings in transitioning from their homes 
to in-patient care.  Participants seemed to cope better with uncertainty when health care 
professionals reframed in-patient residential care from a final destination to focusing 
more on how this transition is instead a new beginning for patients.  Assisting patients to 
conceptualize this change as more of a beginning of healthy support may help to instill 
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better self-esteem.  Assessment and recognition of those who are not withstanding the 
transition well is also needed (Waterworth & Jorgensen, 2010). 
 Future-oriented cognition was aided by trustworthy feelings about elders’ health 
care professionals, and participants placed their hopes and confidence in their providers.  
Participants relied on their current experiences to inform this level of trust.  Fears about 
becoming a burden to their loved ones was a common concern expressed by participants.  
Death and dying became a focus for many of them as they began to contemplate what it 
would mean to cease existing.  Various coping styles were employed to confront these 
existential crises.  However, the most pressing concern among participants was their fear 
of becoming burdensome (Waterworth & Jorgensen, 2010).   
 Fears about burden, the inability to self-manage their illness, being confined to 
their bed, and being afraid of neglect were the top concerns among older patients.  
Neglect emerges in a variety of forms involving spiritual, emotional, social, and physical 
aspects among this population.  Beliefs about becoming a burden have been associated 
with several problems including the inability to accept help (Waterworth & Jorgensen, 
2010).  Other difficult challenges involve depression, suicidal feelings, requests for 
physician-assisted suicide, and threats to personal integrity (Chochinov, Hack, Hassard, 
Kristjanson, McClement, & Harlos, 2005). 
A good death, as defined by The Institute of Medicine (IOM), is “one that is free 
of avoidable distress and suffering, in general accord with one’s wishes, and is consistent 
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with clinical and cultural standards” (Field & Cassel, 1997, p. 24).  Yet end-of-life issues 
remain difficult to handle.    
Reinke, Shannon, Engelberg, Dotolo, Silvestri, and Curtis (2010) obtained 885 
surveys from 976 registered nurses and examined their perceptions about what 
professional actions should be emphasized in end-of-life care, but were not utilized 
enough or put into practice.  Less than 25% of the nurses reported actually practicing care 
which was deemed as extremely important by 60% of the participants sampled.  Twenty-
seven percent of acute care nurses reported that they did not talk about prognosis with 
their terminally ill patients, and 52% of them did not have a conversation with their 
patients about hospice care.  Most of the items which were believed to be of utmost 
importance, but failed to be practiced, fell into domains that focused on patient-centered 
care and communication skills.  Skills which needed strengthening were end-of-life 
discussions.  Professional communication skills which were being practiced included 
active listening, holistic conceptualization, remaining present to feelings, and exercising 
sensitivity to spirituality and multicultural issues.  Similar to other studies, nurses 
struggled to juggle administration demands with focusing on the patients’ needs. 
The single largest area of incompetency identified was working with death and 
dying.  Nurses reported that they did not feel adequately trained to talk about existential 
issues of dying.  Arranging social services, serving as a patient advocate, acting as a 
liaison in working between community resources, and conducting multidisciplinary work 
were other difficulties often cited by the nurses in this study (Reinke et al., 2010).  As one 
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nurse stated, “Nurses need to know what the patient and family has been told.  Do they 
(patients) know they are dying? Who will tell them? What should we (nurses) do, or what 
are we allowed to say?” (Reinke et al., 2010, p. 755).  Another theme which emerged 
from the data was insufficient staffing and how this translated to an inability to meet and 
address patient needs.  Depression and anxiety were noted as problems, which needed 
extra care and increased treatment.  The impact of depression and anxiety often results in 
a very debilitating effect in which the patient is overwhelmed and unable to cope with 
end of life issues (Reinke et al., 2010). 
 Outpatient nurses emphasized the importance of being truthful with patients by 
presenting them a realistic picture of how the illness would affect their lives, as well as 
taking the patients’ social and interpersonal lives into account when formulating 
treatment plans.  Nurses in hospice settings stressed the importance of exercising 
sensitivity to diversity, different types of life choices, and avoiding judgment and blaming 
attitudes.  Experience appeared to strengthen level of comfort with death and dying 
among the participants.  Nurses who were not as advanced in their careers demonstrated 
discomfort among four professional responsibilities which included: avoiding judgmental 
attitudes toward diversity lifestyles and casting blame, not remaining open to discussing 
dying, helping to reassure patients’ fears of abandonment issues, and being able to work 
comfortably with patients who are dying (Reinke et al., 2010).   
 Norris, Wenrich, Nielsen, Treece, Jackson, and Curtis (2005) echoed these 
findings by underscoring how families in their study reported that nurses were more 
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likely to be the ones with whom they discussed patients’ symptoms and their treatment 
plans.  Families also expressed that they could understand nurses’ explanations more 
easily than when they spoke with their doctors.  Reinke et al. (2010) also discussed a 
need to pay special attention to feelings of abandonment and neglect and to be reassuring 
regarding these frightening emotions.  Health care providers believe there is a strong need 
to keep patients well-informed about their health status.   
Summary 
In summary, developmental issues intersect in unique ways with chronic illness 
and disability.  Many individuals who have chronic illness must also face the task of 
making decisions about quality of life and end-of-life care when the age of that ending 
varies widely.  To alleviate these issues, it is necessary for individuals who suffer with 
chronic illness to find multiple ways to be resilient and maintain a positive sense of 
identity (Allen & Carlson, 2003). 
Coping with Chronic Illness 
Intrapersonal Coping Strategies 
 Patients adopt different types of internal coping mechanisms.  This section will 
examine forms of intrapersonal coping strategies.   
Identity construction.  In their study of persons with chronic renal conditions, 
Namiki et al., 2009 found that there appeared to be a connection to issues of identity and 
psychological self-construct.  Self-care appeared to tie to an experience of being and how 
one lives as opposed to operationalizing prescribed tasks in a mechanical fashion.  This 
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finding provides support that independent care becomes an important integrated function 
and experience of sense of self.  Yu and Petrini (2010) mirrored this idea by reporting that 
patients in their study appeared to be confronted with identity deterioration, because 
dialysis disrupted time and energy put toward self-improvement and generated inner 
conflict about their role in life.  Kralik et al. (2006) reported that chronic illness can lead 
to physical, psychological, social, and economic losses.  Individuals can feel estranged 
from peers, which may corrupt self-worth by exacerbating insecurities and 
vulnerabilities.  Forming a positive self-image occurs when the individual changes and 
puts personal losses into perspective.  Reconstructing one's life means developing a 
meaningful sense of coherence and structure from personal experiences. 
Giddings et al. (2007) uncovered an interesting phenomenon of  
 
advanced psychological aging when living with chronic illness.  Individuals talked about 
how others did not fully relate to the experiences of chronic illness until those others 
began to experience the impact of an aging body (Giddings et al., 2007).  Participants in 
Gray and Fossey’s (2003) study described a similar perceptual developmental sense of 
self over time.  They talked about the loss of an active former self and how they had spent 
time grieving their former identities.  Adjustment required participants to let go of former 
lifestyle experience to make way for new activities, achievements, and the start of new 
horizons. Patients sought to remain optimistic to overcome the fear that there would be 
nothing to look forward to in the future.  Positive psychology was discovered as a 
consistent coping strategy.   
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Silverman, Nutini, Musa, Schoenberg, and Albert (2009) examined patients’ 
affective response to chronic illness.  They interviewed 132 older African-American and 
White patients who had osteoarthritis of the hip or knee or had a diagnosis of ischemic 
heart disease.  Silverman et al. found that individuals who live with chronic illness tend 
to experience shifts in the way they experience themselves leading to a reconstruction of 
their identity.  The largest positive characteristic among patients was the experience that 
the illness had minimal impact on their lives, and they had feelings of acceptance about 
the illness.  Perceptions appeared to be most shaped by the advantages of increased 
resources and financial wealth, and the less debilitating the disability, the more positive 
the attitude, as explicated in the following:   
Respondents in the positive statements only category had significantly more 
educational and higher socioeconomic status.  Respondents reporting positive 
feelings were less likely to have osteoarthritis and had lower disease severity.  
They also reported less disability and better quality of life.  The availability of 
social supports was higher for those with positive feelings or combined 
positive/negative responses….Participants in the negative group were 
significantly more likely to have incomes under $20,000, greater perceived 
disease severity, and more disability (Silverman et al., 2009, pp. 300-301). 
 
Those who experienced positive attitudes avoided questions of wondering how 
this could happen to them and instead chose to perceive the experience as though why 
would it not happen to them?  Many expressed attitudes that other individuals were worse 
off and that they felt gratitude that the diagnosis was not a more severe or life threatening 
type of illness.  Some reported that they were cured from their disease following surgery 
or some type of medical procedure.  Spirituality and religion was also cited as a source of 
positive means for coping with the illness.  Along similar lines, some patients used 
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philosophical approaches, such as fatalism, by expressing an attitude that they could not 
outrun their fate in life (Silverman et al., 2009).   
Those who expressed positive experiences did so with various forms of language 
and description.  Those who reported more negative depictions of their experiences 
tended to have more narrowed focus pertaining to how the disease restricted their lives, 
personal distress, and experiences of pain.  For example, one participant described her 
physical restrictions and lifestyle changes by saying, “…can’t do things I want to do, or 
used to do.  Can’t walk any distance, can’t wear heels.  Can’t do what has to be done” 
(Silverman et al., 2009, p. 299). 
Mayan, Morse, and Eldershaw (2006) determined that persons with chronic 
illness went through a complex process that they termed “self-reformulation” (p. 20).  
Three characteristics identified as attributes important in this reformulation were an 
ability to reorder priorities, a need to alleviate the suffering of others by giving back to 
others, and a valuing of the experience of suffering. This study examined individuals who 
faced death and survived, people who recovered from a chronic illness in remission, or 
were caring for a person receiving treatment who was dying.  The participants' lives 
changed through the experiences of suffering, and many described reformulating their 
lives.  As priorities changed, individuals developed different perspectives and discovered 
newfound wisdoms about existential issues concerning life and death.  People who 
reformulate have an intense desire to give back to others who are suffering.  Participants 
embraced living, cared less about material things, and experienced gratitude for their 
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abilities.  In the process of reformulation, it was found that individuals may develop a 
confidence they never had prior to the suffering.  People cherished their suffering 
experience and developed a real need to exhibit altruistic behaviors. 
   In an earlier study, Thorne and Patterson (1998) found that individuals who lived 
with the experience of chronic illness were described in the literature as “courageous, 
maintaining hope, regaining control, finding meaning, transformation, reframing, 
restructuring self, and self-transcendence” (p. 175).  Individuals who experienced this 
transcendence tended to internalize more and find peace in dying.           
Chronic illness commonly forces people into early retirement, and so they seek 
out alternative means of finding meaning in life.  Individuals may choose alternative 
employment or conduct volunteer advocacy for other people who experience various life 
challenges.  Often people take up the cause to advocate for people of disability, or they 
offer resources to charitable organizations.  Individuals who find ways to maintain their 
leisure activities tend to show greater well-being and have less preoccupation with their 
illness (Reynolds & Prior, 2003).  These themes are important for mental health 
professionals to recognize in order to assess and understand the identity developmental 
issues of individuals living with chronic illness (Thorne & Patterson, 1998). 
Consistency and taking control.  Lundman and Jansson (2007) found that 
persons with chronic illness coped by changing very little and retaining as much 
consistency as possible.  This consistency offered individuals a sense of emotional safety.  
Patients had to discover what activities still remained within their capability.  Individuals 
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needed to set their own pace, in their own way, and accomplish tasks at the most optimal 
time for them.  Future planning was necessary in order to establish order in the 
environment.  Individuals needed to prepare for possible delays and to build in additional 
time for road blocks. Establishing fellowship and a sense of belonging was important to 
these people. Social support from family, friends, and pets helped to buffer against 
negative emotions of depression and physical pain.  Participants needed to maintain a 
resource of strength.  Stable, dependable partnership, experiencing love, loving others, 
and feeling needed, provided relief.  Religiosity, spirituality, and faith in humanity 
offered strength, steadfastness, and life purpose.  It was helpful when patients met others 
suffering with similar or worse conditions.  A safe place to network offered feelings of 
well-being and tranquility. 
The ultimate achievement for participants in Lundman and Jansson’s (2007) study 
was to exercise power and control over maintaining one's own life independent of others' 
help.  They discovered what they could do and influence as opposed to what was beyond 
their ability to influence.   The disease impacted their lives, but not always in negative 
ways.  They learned to determine what they valued and helped clarify things that were 
most important.  They formed a positive outlook for the future. 
Spirituality.  In a different vein, Abraido-Lanza, Vasque, and Echeverria (2004) 
found that faith was a powerful form of active coping for individuals suffering with 
chronic illness.  It was noted that there was a distinction between control by God and 
control with God.  The latter was defined as forming an empowering partnership with the 
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divine, which provided a sense of personal self-efficacy.  Prayer helps some individuals 
gain personal strength by achieving a feeling of being close with God.  Spirituality offers 
people a sense of meaning and a way to feel more powerful in coping with their illness. 
 Harvey (2008) found that the participants in his study connected traditional  
 
medicine to spiritual practices. They perceived that their relationship with spirituality  
 
served as a conduit for maintaining self-care.  They tended to engage in health-promoting  
 
spiritual activities, they incorporated prayer into exercise and diet, and prayer was also  
 
used as a pain management strategy. 
 
Professionals in the mental health field should be prepared for clients who need to 
talk about their sense of spirituality.  Souza (2002) underscored the importance of this 
facet of working with chronically ill individuals by stating that inadequate attention to 
spirituality translates to “unethical treatment of a client by a counselor who undervalues 
spiritual belief systems and the failure of counselors to recognize a potentially effective 
coping skill” (p. 216).  Therapists need to respect the significance of spirituality to the 
client, and they also need to recognize how spirituality serves as a positive coping 
strategy (Narayanasamy, 2004; Nichols & Hunt, 2011).  Spirituality breeds feelings of 
meaning-making and empowers individuals (Nichols & Hunt, 2011; Stanard, Sandhu, & 
Painter, 2000).  
Therapists are encouraged to ask about whether spirituality is an important aspect 
of clients’ lives.  Recognition of spirituality is important, because it reflects multicultural 
competence and an understanding of seeing the client through holistic lenses (Nichols & 
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Hunt, 2011; Watts, 2001).  If therapists learn that spirituality is not a key part of a 
particular client’s identity, then therapists may note that it is often relevant to others, and 
then turn to other life features which are more central to the client.  However, the benefit 
of touching on spirituality signals to clients that the door is open to discuss it, and this 
opening gives them reassurance that it is a safe topic to return to in the future if they so 
desire (Nichols & Hunt, 2011).   
It is important to note that spirituality does not always recognize, or involve the 
worship of a higher power; nor does it always involve formalized rituals or practice of 
some form of organized religion (Nichols & Hunt, 2011).  According to Piedmont (1999), 
spiritual transcendence is “the capacity of individuals to stand outside of their immediate 
sense of time and place to view life from a larger, more objective perspective” (p. 988).   
Some individuals fear being misunderstood and have concerns that others will 
mistake their reflections on spirituality as a reference to more traditional, main-stream 
conceptualizations of a supreme being or a God-like figure.  Consequently, people may 
feel shut down from discussing their spirituality and avoid entering into a dialogue about 
this important aspect of their identity.  For those who do worship a higher power, they 
may perceive their illness as a source of penance for wavering in their faith (Weaver, 
Pargament, Flannelly, & Oppenheimer, 2006).   
Some chronically ill individuals were found to believe that rigorous prayer would 
ease their suffering and struggled with the lack of healing effect.  Others may experience 
feelings of inner dissonance and conflict, because they feel frustration and resentment 
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toward their chosen supreme being when or if they fail to receive comfort (Nichols & 
Hunt, 2011).   
Feelings of betrayal and abandonment may manifest in other forms, such as 
through confusion about having a sense of life purpose.  Chronically ill individuals may 
ask themselves, “Why do I exist if I am sick?”  A weak and ailing body forces people to 
confront existential issues.  Identifying strengths and exploring clients’ meaning-making 
concerns can aid with coming to terms with personal life changing restrictions (Nichols 
& Hunt, 2011).   
Some clients may find it helpful to put together genograms which traces-their 
family tree, particularly when their condition is hereditary.  Individuals may also benefit 
from being taught meditation and deep-breathing exercises to manage anxiety.  Therapists 
can also help educate clients on various forms of alternative therapies that are also safe 
and appropriate channels to utilize for expression of feelings, such as art or music 
therapy.  Furthermore, clients may have their own creative ideas about how they want to 
experience and express their sense of spirituality.  They may wish to explore ideas about 
developing their own rituals or displays of worship and how they want to bring these 
activities into the larger scope of how they cope with their illness each day (Nichols & 
Hunt, 2011).     
Denial.  While denial may undermine patient partnerships (Kornblith et al., 1994; 
Soloway et al., 2005; Taylor, 2006), other studies have shown that denial benefits some 
patients by alleviating negative treatment side effects and bolstering symptom tolerance 
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(Ward, Levanthal, & Love, 1988).  Similarly, one study found that the early reactions of 
denial to a diagnosis of myocardial infarction were associated with a decline in negative 
cardiac symptoms and decreased time spent in ICU.  However, one year later following 
discharge, patients who remained the most steadfast in their denial showed increased time 
in hospitalization and demonstrated noncompliance with treatment protocols, suggesting 
that denial was impeding the ability to adapt to the demands of the disease (Levine et al., 
1987).  While some studies have shown benefits of denial, researchers caution that the 
extent and long-term impacts of denial could be harmful (Roesch et al., 2005; Taylor).  
Pogge (2011) also found that denial did not necessarily translate as ignoring painful 
realities about symptoms or disability status.  Rather, denial was framed as a type of 
coping, which reflected adaptive psychological redirection shifting toward focusing on 
more positive life aspects.  There appears to be a need to expand the literature as a means 
of determining whether denial and coping are, in fact, merely two sides of the same coin 
and how these psychological mechanisms can best be maximized in service to patients 
(Pogge, 2011).    
Interpersonal Coping Strategies 
 Social support and attachment styles, partnerships, and befriending programs were 
all related to experiences of external sources of assistance and care for individuals living 
with chronic illness and disability (MacDonald & Greggans, 2010; McWilliams & Bailey, 
2010; Schokker, Stuive, et al., 2010).  Patients were found to rely on their interpersonal 
104 
 
relationships as a means of coping (Taylor, 2006).  The importance of these interpersonal 
dynamics will be explored in this section.   
Social support and attachment styles.  McWilliams and Bailey (2010) theorized 
that insecure attachment styles would predispose people to increased levels of anxiety 
and a higher likelihood of diabetes and heart disease.  Individuals with insecure 
attachment have been shown to be at greater risk of coping through unhealthy eating 
habits and substance abuse.  These individuals tend to have lower levels of social support 
and tend to be inadequate at accessing medical attention.  Failure to comply with 
treatment plans, which involve increased physical activity, as well as nutrition restrictions 
of alcohol and food, results in increased risk for health conditions.  Furthermore, research 
which has examined nonclinical samples has shown that stressful behaviors, such as 
avoidance and anxiety, impact the body in ways that can shape future health outcomes 
(McWilliams & Bailey, 2010). 
McWilliams and Bailey (2010) found that people who demonstrated avoidant 
attachment styles reported health conditions connected particularly to various types of 
chronic pain symptoms, including headaches, back or neck pain, and arthritis.  
Individuals who demonstrated anxious attachment styles appeared to have more severe 
health conditions, which included ulcers, high blood pressure, stroke, heart attack, and 
cardiovascular problems.  These findings call attention to how anxiety disorders and 
depression may factor in relation to attachment styles and chronic pain.  A byproduct of 
the McWilliams and Bailey’s study discovered that insecure attachment was strongly 
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associated with cancer diagnoses.  They reported that anxiety and emotional distress does 
not cause cancer, but it does predict prognosis.  This finding lends credence to the 
hypothesis that secure attachment and positive emotional coping supports wellness 
outcomes.     
 Partnerships.  Strained communication between chronically ill patients and their 
partners may lead to increased feelings of isolation for both parties (Garlo et al., 2010; 
Hagedoorn et al., 2008; Kim et al., 2008; Taylor, 2006).  Patients and partners have 
mutually expressed how illness poses as a stressor on intimate relationships and that they 
need help in coping with the illness together as a couple (Schokker, Stuive, et al., 2010).  
Two types of relational forms of coping were identified by an earlier study by Coyne and 
Smith (1991), which were then utilized for evaluating support provided in the Schokker, 
Stuive, et al. (2010) investigation.  Active engagement was identified as the more positive 
coping strategy, which involved openness to entering into a dialogue with the chronically 
ill individual’s partner, brainstorming problem-solving ideas together, and exploring each 
other’s emotions (Schokker, Stuive, et al.).   
The more negative coping strategy was identified as protective buffering, which 
involved keeping a pretense that life was fine and maintaining a sense of denial about the 
impact the illness was having on the couple, avoiding fighting about the experiences, and 
concealing concern for one another.  Protective buffering may be utilized to help shield 
partners from the intensity of the experiences and to elicit feelings of normalcy.  
However, these well-meaning intentions may be perceived as withholding emotions and a 
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lack of caring about the experience of the illness (Coyne & Smith, 1991; Schokker, 
Stuive, et al., 2010).  Naturally, individuals have a variety of reactions and may choose to 
use a combination of these two coping strategies.  In some instances individuals may 
utilize one of these coping strategies for coping with specific parts of the illness, while 
utilizing the other coping strategy for different elements of the illness (Schokker, Stuive, 
et al.).   
Schokker, Stuive, et al. (2010) found that protective buffering was not perceived 
nearly as negatively when it was balanced by lots of active engagement.  Rather, the other 
individual tended to see this coping mechanism for what it was, as a well-intentioned 
gesture of protective caring.  Protective buffering was also recognized as dissociation 
from painful experiences and a way to cope with a difficult situation.  However, when 
protective buffering was not coupled with high levels of active engagement, it tended to 
be perceived as though the partner did not care, was in denial, and disengaged from the 
relationship (Schokker, Stuive, et al.).   
Schokker, Stuive, et al. (2010) also discovered that these effects hold true for the 
partners of the chronically ill participants and perceptions about these two types of 
coping mechanisms appeared to be mutually experienced in the same way by both 
individuals.  This finding lent credence to the idea that well-meaning intentions of 
utilizing a protective buffering strategy to cope together as a couple caused injury to the 
relationship and that taking a more direct approach to discussing the impact of the illness 
will yield more favorable results of relationship satisfaction (Schokker, Stuive, et al.). 
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Befriending programs.  Befriending programs are programs which match 
volunteers to patients who have mutual personal interests and hobbies to engage in 
activities together so that both parties may grow and experience an enhanced quality of 
life.  Volunteer befrienders also visit hospitalized patients to whom they are assigned in 
order to provide patients company (MacDonald & Greggans, 2010).  Hospital befriending 
programs help reduce feelings of boredom by providing chances for engaging in new 
activities, socializing, and distracting patients from their illnesses (Heslop, 2005).  
Findings suggest that befriending bolsters self-worth and confidence for patients (Dean & 
Goodlad, 1998), as well as fosters overall well-being and reduction in isolation 
(MacDonald & Greggans, 2010).              
MacDonald and Greggans (2010) conducted a qualitative study by interviewing 
seventeen participants about their hospital befriending experiences with youth suffering 
cystic fibrosis.  Patients ranging in age from 8 to 18 were either interviewed directly, or 
their parents were interviewed about changes seen within the patients.  Befrienders were 
matched by closeness in age to the patients and were also interviewed for their 
perspective.  The remaining interviews were conducted with personnel who were closely 
connected with the identified patients (MacDonald & Greggans, 2010). 
Young patients perceived befriending as a welcome opportunity to redirect focus 
away from feelings of monotony and boredom, and a chance to have some fun and 
engage in activities.  Compared to children, adolescents confided more in their 
befrienders and enjoyed the socialization aspect.  Parents indicated that the program 
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offered patients future-oriented cognitions by having things to look forward to, and it 
provided meaningful feelings.  Care-givers expressed that the most important benefit for 
them were feelings of alleviation of burden.  Parents of the patients also reported that 
befriending worked best when the befrienders were a strong match to the participants, 
made a positive impact, and were available and emotionally present.  Problems emerged 
when the relationship ended abruptly, causing feelings of abandonment and inciting 
feelings of confusion, sadness, self-blame, anger, and perceived loss of control.  Other 
challenges occurred when there was a poor match between the participant and the 
befriender, and when the befriender was apathetic and not invested in the relationship.  
Developing and implementing training which targets improved termination protocols 
were recommended to prevent feelings of abandonment upon conclusion of the 
interpersonal relationship (MacDonald & Greggans, 2010).        
Traditional Western Medicine 
 Western medicine utilizes more physiological interventions for patients.  
Treatments focusing on biological processes will be examined in this section.   
Biofeedback.  Cardiovascular disorders, such as Raynaud’s disease, 
temporomandibular joint pain (Glaros & Burton, 2004; Mishra, Gatchel, & Gardea, 
2000), and hypertension, are all different types of chronic illnesses which may be treated 
by a method employed by health providers, including psychologists, known as 
biofeedback (Taylor, 2006).  Biofeedback is a combination of identifying the specific 
behaviors or thoughts which activate the problems within the body and learning which 
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thoughts and behaviors help counteract the problematic symptoms.  Biofeedback works 
on principles similar to that of operant learning (Taylor, 2006).  For example, patients 
who need to gain better control of heart rate may be monitored by a machine which 
signals to patients through a sound or tone when their heart rate is too high.  Patients 
begin to listen to and pay attention to their bodily functions very closely through this 
process.  When they receive the signal that their heart rate is too high, they can pay 
attention to personal thoughts and behaviors which may be triggering the increased heart 
rate and subsequently modify their thoughts and actions with more serene conditions.  In 
time, individuals can learn to cue the body without the aid of a machine (Taylor, 2006).  
Patients may also be able to bring their heart rate down through deep breathing or other 
self-soothing exercises, such as meditation (Maharishi Mahesh Yogi, 1963) or listening to 
relaxing music (Bourne, 2005).  
For individuals with a combination of chronic pain and posttraumatic stress 
disorder (PTSD), health care services may be both extensive and expensive (Wald, 
Taylor, & Fedoroff, 2004).  Biofeedback is one method utilized to treat people living with 
chronic pain and accompanying traumatic psychological effects.  Biofeedback has the 
strength of focusing patients on grounding themselves into their bodies.  This strategy has 
the benefit of validating participants’ sensations and experiences taking place in the body 
through the use of a physiological intervention, but at the same time it also disrupts 
learned helplessness by capitalizing on its strength of perceived control (Muller et al., 
2009).   
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During a 10-week period, Muller et al. (2009) investigated 11 individuals who 
participated in 90-minute sessions of biofeedback treatment.  Electromyogram (EMG) 
electrodes were placed on participants’ individual forehead and shoulders for each session 
to measure psychophysiological reactivity.  The biofeedback equipment was safe in that it 
did not appear to trigger or elicit traumatic flashbacks.  Discussion of present life 
challenges, as well as psychological and physical stressors, took place in the initial 
session.  The following session incorporated didactics about perception and managing 
symptoms.  An introduction to relaxation training and breathing strategies, such as 
diaphragmatic breathing, progressive muscle relaxation, and imagery targeting primary 
pain, coupled with at home practice, was the focus of work for sessions three through 
nine.  Teaching cognitive restructuring of dysfunctional pain-related thoughts and actions 
was also included in the ninth session.  Evaluation of participants’ utilization and 
implementation of strategies for future pain experiences was assessed (Muller et al., 
2009). 
Following the clinical intervention study (Muller et al., 2009), there appeared to 
be a small impact on pain disability, a medium impact on withstanding pain intensity, and 
a significant impact on cognitive-behavioral coping mechanisms.  The effects of 
improved pain management were not sustained at follow-up.  However, coping behaviors 
were maintained after treatment.  The results indicated that extended treatment protocols 
are needed for patients challenged by a comorbidity of chronic pain and PTSD.  Using 
additional traumatic stress interventions, such as prolonged exposure therapy, may also 
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be needed to maximize treatment efficacy.  While PTSD symptoms did not decline at the 
3-month follow-up, general psychopathology did appear to be lowered.  Objective 
measures, such as biofeedback, can help patients feel an increased sense of control over 
their bodies and circumstances (Muller et al., 2009).      
Taylor (2006) echoed that there is a lack of empirical support connecting pain 
alleviation to the concentrated efforts of mindfully controlling physiological activations 
within the body.  It would appear that an external factor is involved with the success of 
biofeedback, such as increased perceived sense of control, the power of suggestion, a 
sense of relaxation, and possibly a placebo effect.  Biofeedback may also be utilized to 
help teach patients skills for how to respond to pain.  When patients are successful in 
their efforts, they are encouraged to take credit for pain reduction, which maximizes 
biofeedback efficacy through a sense of self-accomplishment and perceived control 
(Taylor, 2006).          
Pain management.  Health psychologists combat patients’ feelings of 
helplessness by facilitating a perceived sense of control.  Increasing a sense of 
manageability helps empower patients and gives them hope.  Patients are encouraged to 
believe that they can in fact be effective in managing their pain and that success can be 
achieved.  Patients often feel victimized by experiences of pain.  Psychologists can 
intervene by helping to shift perception away from patients taking on the role of being a 
victim and moving them toward taking on an active role as a manager of the pain.  This 
perceptual change in relationship roles with pain may also help enhance feelings of self-
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empowerment.  When negative self-talk threatens to undermine progress, patients can 
learn to pay attention to these inner cues and work toward interrupting this self-defeating 
process.  Patients may learn to disrupt negative responses and attitudes toward pain by 
being taught to adopt more positive self-talk (Taylor, 2006).   
Pain management programs seek to help patients by increasing mobility, lowering 
pain levels, working toward changes in attitudes about perceived limitations, 
experiencing fuller lives, and regaining employment (Vendrig, 1999).  When patients 
enter into pain management programs they are assessed for pain location, their 
functionality, and what areas of their lives are being compromised by pain intrusion.  
Individual cognitive and personality factors are assessed to evaluate how these factors 
may interact with pain management.  When all these factors are considered, they are 
synthesized into an integrated assessment report which is generated for treatment 
recommendations (Iezzi, Archibald, Barnett, Klinck, & Duckworth, 1999).  Psychologists 
learn how patients have historically coped with pain and how these coping mechanisms 
have served or not served the patients.  These coping strategies may also be factored into 
treatment planning and recommendations (Taylor, 2006).   
Patients work together with health psychologists to form concrete goals for 
managing pain.  Goals may include an increase in mobile functioning, lowering pain 
levels, increasing emotional coping, regaining employment, improving self-perception 
about limitations, lowering reliance on medical care, decreasing medication, and 
returning responsibility for pain management to patients, which may reduce intrusiveness 
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and increase a perceived sense of control.  Patients are educated about their medical 
conditions and learn how to manage pain without medications through distraction and 
relaxation.  Patients are taught ways to cope with anxiety, depression, and sleep 
disturbances.  They also learn how to maximize their pain reduction through increased 
exercise and improved diet.  Patients may form alternative coping strategies, such as 
utilizing social support.  They may also develop a readiness to identify changes within 
their body, which may help them feel prepared for increased experiences of pain.  Group 
therapy is also sometimes employed to help patients cope with emotional factors of 
isolation surrounding pain management (Taylor, 2006).   
Alternative Medicinal Forms of Healing 
 Some patients choose healing remedies outside Western medicine.  An 
examination of alternative medicinal interventions is provided in this section.   
Acupuncture.  For centuries, China has used acupuncture as a form of treatment 
for medical ailments.  Thin, long needles are placed into specific parts of the body which 
are believed to be contributing to the disease.  Many Chinese patients are given nothing 
but acupuncture as a form of analgesia for surgical procedures.  Patients are awake and 
able to talk during medical procedures (Taylor, 2006). 
Healthcare providers explain what sensations to expect and teach patients how to 
tolerate the needles prior to beginning acupuncture.  The sensation of the needles is a 
form of distraction and may call attention away from the pain of the procedure.  The 
release of endorphins, which is triggered by the introduction of the acupuncture needles 
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to the body, may factor into how pain is reduced.  During medical procedures, pain is also 
lessened by giving patients analgesic medication in conjunction with acupuncture.  
Because acupuncture is not widely used in the U.S., many healthcare providers are 
reluctant to use it as a form of treatment without more of a Western empirical base, and 
third party insurance providers will not pay for acupuncture as a viable treatment measure 
(Taylor, 2006).        
Art and recreational therapies.  Art therapists suggest that creativity builds a 
link between the conscious mind and the unconscious mind.  Artistic expression helps 
people to move through deeply ingrained emotions that may be difficult to vocalize.  
Working creatively activates internal states that are not within immediate awareness, to 
become expressed through a medium which is alternative to traditional dialogue 
psychotherapy.  This speaks directly to individuals who are grieving physical loss of 
motor functioning and identity issues (Reynolds & Prior, 2003).  Individuals in Reynolds 
and Prior’s (2003) study reported that artwork gave them a renewed sense of purpose in 
which they could excavate personal meaning despite their physical limitations. Personal 
focus shifted away from what a person is not able to do to finding an outlet of something 
the individual could do. 
 Hutchinson et al. (2003) found that leisure activities offered a mental distraction 
and helped individuals with chronic illness maintain a link to the past.  Patients were able 
to get out from the hospital or being home-bound and were able to escape the experience 
of their illness.  Working or returning to school strengthened self-concept despite physical 
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limitations that had impaired lifestyle. Participation in recreational therapy in the hospital 
helped motivate people to continue therapy inside the home upon discharge.  Leisure 
activities instilled a sense of purpose and meaning. People enjoyed a variety of activities 
such as crafts, writing, doing things on the Internet, or doing advocacy work for the 
disabled. 
Psychotherapy 
 This section introduces psychotherapeutic treatments utilized for working with 
people of disability.  These treatments are presented to show a range of approaches.       
Transtheorical model of behavior change.  The transtheoretical model of 
behavior change is a model employed by psychologists and other psychotherapists which 
informs treatment planning by determining where patients are at in the process of coming 
to terms with their distress and subsequently deciding how best to intervene (Prochaska 
& Norcross, 2003; Prochaska et al., 1994).  While now widely applied, the model was 
first developed to address health-related changes.  The transtheoretical model of behavior 
change consists of five stages including: precontemplation, contemplation, preparation, 
action, and maintenance.  Patients may cycle through the five stages multiple times, due 
to susceptibility to relapse, before successful treatment is completed and accomplished 
(Prochaska & DiClemente, 1984; Prochaska, DiClemente, & Norcross, 1992; Prochaska 
& Norcross, 2003; Prochaska, Norcross, Fowler, Follick, & Abrams, 1992).   
As applied to health concerns, during the precontemplation stage, patients may 
have little or no self-awareness about their problematic behaviors, and they have no 
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desire to work towards alleviating the issues or making self-changes.  Loved ones may 
point out concerning health habits, but patients tend to not be aware or take a stance of 
denial about the subject matter.  The contemplation stage is a time when patients begin to 
acknowledge and think about their physical challenges and the behavioral obstacles 
maintaining these issues.  For example, individuals who have health problems resulting 
from alcoholism or other physical ailments compounded by alcohol misuse may begin to 
believe they should stop drinking.  The preparation stage is a period in which patients 
begin to decide that change is necessary, but they are not ready to put these plans into 
action.  For example, patients who are seeking to stop their alcoholism may intentionally 
wait to recover from a divorce before beginning substance abuse treatment for fear they 
will not be successful until the painful event has passed.  The action stage happens when 
patients commit to taking action by modifying or stopping unhealthy behaviors.  The 
maintenance stage occurs when patients retain and implement employed strategies for 
improving health conditions (Prochaska, 1994; Prochaska & Norcross, 2003).  
Compliance must be emphasized and then implemented by patients for successful 
outcomes within maintenance programs in order to bolster against relapse (Turk & Rudy, 
1991).     
Tailoring interventions to the appropriate transtheoretical model stage helps to 
prevent overwhelming patients.  A study examining addictive behaviors found that more 
than half of the participants fell in the precontemplation stage, 30 to 40% showed to be in 
the contemplation stage, and only 10 to 15% were ready for action.  These results 
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highlight the importance of considering the relevance for commitment when investigating 
programmatic success rates (Prochaska, DiClemente, & Norcross, 1992).   
When working with people in the precontemplation stage, focusing on raising 
awareness would be a more fruitful place to begin than pushing patients to immediately 
make drastic changes.  Individuals need enough time to be able to take in feedback and 
digest the information.  Patients in the contemplation stage may find it more helpful to 
explore ideas and feelings about their health behaviors while weighing the costs and 
benefits of transitioning to the preparation stage.  A treatment plan which creates a 
procedural plan would be most strongly suited for individuals entering in at the 
preparation stage and moving toward the action stage.  Strategizing specific steps and 
scheduling specific healthy changes would reflect treatment planning during the action 
stage.  Finally, mobilizing ongoing support and activating reinforcement principles would 
be characteristic focal points of long-term maintenance treatment protocols (Prochaska, 
1994; Prochaska, Norcross, et al., 1994; Taylor, 2006).          
Studies have shown that belief in one’s capability to exercise self-control and 
one’s perceived ability to maintain long-term self-discipline with treatment adherence is 
positively correlated with improved health habits.  Many different health behaviors are 
impacted by a sense of, or a lack of, self-efficacy, including management of weight, using 
protection against sexually transmitted diseases (STDs), smoking habits, and drug and 
alcohol abuse (Prochaska & DiClemente, 1984; Prochaska, DiClemente, & Norcross, 
1992; Prochaska, Norcross, et al., 1992).   
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Behavioral strategies.  Operant conditioning is a contingency reinforcement 
strategy frequently employed by mental health providers.  When a behavior is followed 
by pleasurable experience, which is a form of positive reinforcement, the initial behavior 
is more likely to take place again.  Likewise, when a behavior is implemented, but 
reinforcement is lost or withdrawn, then the behavior is punished and the behavior is 
more apt to become diminished.  Eventually, the behaviors form a contingent association 
with the form of reinforcement employed (Taylor, 2006).   
Self-reinforcement can be classified by two different forms, including positive 
self-reward and negative self-reward.  Positive self-reward involves receiving or enjoying 
something desirable following completion of an achieved goal.  A person who goes to the 
spa following success with a dietary goal would be an example of positive self-reward.  
On the other hand, negative self-reward involves an aversive stimuli being removed from 
the environment following successful goal completion, which provides relief and a 
positive experience.  Someone who strongly dislikes taking medication may be motivated 
to increase her or his exercise for achieving health goals as a means of eradicating 
prescription dependency.  Likewise, self-punishment is comprised of two strategies.  
Positive self-punishment is conducted by administering an aversive stimulus to squelch 
unwanted behavior, such as administering electric shock each time there is an urge to 
binge drink.  Negative self-punishment entails experiencing the loss of some positive 
reinforcement for each health goal failure.  Individuals who are dieting may have to pay a 
dollar each time they give into temptation and eat foods outside their nutrition plan.  It 
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should be emphasized that individuals frequently cease these strategies when the 
consequence is overly aversive.  Exercising prudence about the type of aversive 
consequence is urged (Taylor, 2006). 
The reinforcement schedule is also an important aspect of operant conditioning.  
Reinforcement every time a behavior occurs is a continuous reinforcement schedule, but 
it should be noted that continuous reinforcement is susceptible to extinction.  Having 
built an expectation for reinforcement, when a behavior is sometimes not paired with a 
form of reinforcement then the individual may stop the behavior when the reinforcement 
is absent.  Therefore, for maximal results, employing an intermittent reinforcement 
schedule in which the form of reinforcement is applied some of the time but not every 
time a behavior is preferred.  As the behavior becomes reinforced, patients may also be 
urged to push themselves to increase the intensity of the action, such as runners who 
increase the length of their run time to warrant reward (Taylor, 2006).  
Contingency contracting is a treatment method often employed to shift health 
behaviors.  A concrete agreement stipulating the forms of punishment and/or rewards 
which are contingent upon the achievement of an established health habit are drawn up 
between the therapist and patient.  The schedule of reinforcement and the specified goals 
and measures are detailed and executed until completion of therapy.  For example, a 
patient who is working toward smoking cessation who fails to abstain may lose 
privileges, such as watching a favorite television show, and on the days when abstaining 
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is achieved, the patient may retain privileges and also receive a reward, such as earning a 
gift certificate to a favorite shopping center (Taylor, 2006).   
 Another approach to treating and improving health habits is through modeling, 
which stems from seeing another individual engage in an action or experience and 
forming learning as a result (Bandura, 1969).  A person who begins drug and alcohol 
treatment is frequently paired with a sponsor who helps to model how relapse has been 
prevented and sobriety achieved.  Vernon (1974) conducted an interesting study with 
children receiving inoculations.  Children were assigned to three different groups prior to 
receiving the injections.  One group of children viewed a film which was an inauthentic 
representation of the experience by seeing other children receive the injections pain-free 
and devoid of emotional response.  Another group watched a more truthful adaptation in 
which kids briefly experienced moderate levels of pain and managed their anxiety.  The 
third group was the control group and did not see a film.  The results showed that when 
attempting to decrease fear, it is more helpful to use models that reveal their anxiety but 
are able to manage and control their anxiety, versus demonstrating models who do not 
convey fearful responses at all.  These results may indicate that identifying with the 
model is an important aspect of modeling and that an unrealistic depiction which does not 
fit will be less helpful to managing anxiety (Vernon, 1974).   
Perception and self-efficacy.  Realistic forewarning arms patients with feelings 
of self-efficacy and a perceived sense of control.  Johnson (1984) discovered that full 
disclosure about the physical sensations involved in unpleasant medical procedures and a 
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review of what to expect improved patient adjustment to their procedures.  Knowledge is 
power, and this insight has since been embraced by the medical community (Taylor, 
2006).  Truthfully preparing patients, gaining informed consent, and providing greater 
detailed information about the specific steps of upcoming surgeries and medical 
procedures is now routinely practiced in medical centers and hospitals (Taylor, 2006). 
Self-efficacy impacts those with chronic health issues in a number of ways.  For 
example, increased self-efficacy emerges from paying attention to physiological cues 
such as a steady heart rate in contrast with an uncomfortable increased heart rate.  A 
steady heart beat may convey feelings of confidence, while an increased heart beat may 
convey anxiety and a fear of an inability to execute the action.  Listening to persuasive 
arguments from others about a given behavior also impacts self-efficacy, like a trainer 
who coaches athletes to exercise harder.  An individual’s past experience in attempting to 
carry out a specific behavior and taking note of other individuals also attempting to 
practice the given behavior are other factors which serve to create a sense of self-efficacy 
(Reeve, 2005).  Self-efficacy impacts the way in which people will experience and cope 
with failed attempts.  When an individual lacks self-efficacy, feelings of helplessness are 
more apt to set in, causing withdrawal from the behavior, or beliefs arise that the behavior 
is beyond one’s control (Dweck, 1975).  On the other hand, a strong sense of self-efficacy 
reinforces individuals to push forward through failures until success is achieved (Diener 
& Dweck, 1978).  The perception as to whether or not the individual can successfully 
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tackle a health problem and emerge victorious plays a large role in motivation for change 
and overcoming illness and improving wellness (Taylor, 2006).   
Cognitive-behavioral therapy strategies.  Because perception plays a key factor 
in motivation by increasing the likelihood of adopting healthy habits, cognitive-
behavioral therapy (CBT) strategies are often employed by psychologists and other 
psychotherapists to assist patients in strengthening their health (Taylor, 2006).  CBT 
zeroes in on addressing identified behaviors, behavioral reinforcements, and 
environmental cues which trigger the behaviors and sustain them (Freeman, Simon, 
Beutler, & Arkowitz, 1989).  CBT seeks to address the belief systems and destructive 
internal self-talk which undermine individuals’ health behaviors (Meichenbaum & 
Cameron, 1974).  For example, a person who receives a successful knee operation, but is 
overwhelmed with beliefs that physical therapy will not help achieve the ability to walk 
again, will need those ideations to be formally addressed (Taylor, 2006).   
Targeting destructive ideations utilizes cognitive-restructuring interventions 
(Meichenbaum & Cameron, 1974).  These strategies have been used particularly for 
treatment of disorders involving stress and anxiety.  Patients are instructed to identify and 
define environmental triggers which undermine the self.  They are asked to pay attention 
and develop mindfulness to their internal monologues by catching themselves in 
destructive internal monologues.  They are trained to rework the idea into a more positive 
self-serving idea, such as thinking that success can in fact be achieved, or considering 
that a failure is a small set back, set backs are to be expected, and next time specific 
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measures will be better planned (Meichenbaum & Cameron, 1974).  Relearning this new 
way of thinking may be paired with reinforcement strategies to maximize changes in 
cognition (Taylor, 2006).  Furthermore, CBT involves the patients in monitoring and 
mastering the techniques of CBT so that they will eventually become their own 
therapists.  More specifically, patients increasingly take responsibility for identifying 
their behaviors, utilizing cognitive strategies to improve their motivation, and 
implementing a system of rewarding healthy behaviors when it is appropriate (Taylor, 
2006). 
Cognitive-behavioral therapists first encourage patients to conduct self-
observation as a means of forming a clear description of the parameters and dynamics 
which trigger subsequent behaviors, as well as to identify the frequency and rate at which 
the identified behaviors occur.  Patients may be taught to examine and identify their 
internal sensations and cues to better understanding eliciting conditions (Taylor, 2006).  
Secondly, patients actively document their behaviors by charting them or logging their 
behaviors in a journal and writing about the emotions which may have been called up for 
them.  Making the experiences concrete helps to clarify the experience and all the 
participating factors surrounding the experience, raises self-awareness, and helps 
generate a source of accountability for patients.  For example, a client who routinely 
drinks at 7 PM in the evening might be asked to delay gratification for ten minutes and 
instead be allowed to drink at 7:10 PM.  During that ten minute delay, the individual may 
write down all the environmental cues, the specific circumstances which elicit cravings 
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for alcohol, and document the thoughts and feelings experienced just before taking the 
first sip as a means of making the specific triggers and contingencies concrete.  Once 
these contingencies are explicit, a formal treatment plan tailored toward disrupting and 
restructuring the behavior can then be developed (Taylor, 2006).        
Distraction is a type of cognitive pain intervention which helps patients by 
redirecting attention elsewhere to increased activity or some type of attention-grabbing 
stimulus.  Distraction is best exemplified by the way athletes may sustain an injury 
without any immediate awareness.  Similarly, during intensely charged moments on the 
battlefield, soldiers who are physically harmed in combat do not always realize they have 
been injured right away, and it is their comrades who are first to call attention to the need 
for medical intervention.  Distraction, which is infused by strong arousing activity, can be 
powerful in disrupting the effects of pain (Taylor, 2006).   
The art of distraction can be employed in different ways.  Individuals can focus on 
an irrelevant thought or event, such as planning a grocery list while having blood drawn 
for lab work.  Another option is to focus directly on the painful event, but to reinterpret 
the experience.  For example, novice nurses who receive a tetanus shot may pay close 
attention for educational purposes and perceive the event as a fruitful learning experience 
for when they must administer shots for their patients.  Distraction appears to be most 
effective for short-term painful conditions, because individuals cannot permanently 
distract themselves and therefore, its efficacy may be best maximized when combined in 
conjunction with pain medication (Taylor, 2006). 
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   Mullen and Suls (1982) examined 30 chronic pain patients in comparison to 30 
recent-onset pain patients.  Patients who had a recent onset experience of pain were found 
to cope better through avoidance and showed less depression and anxiety than chronic 
pain patients, because the pain was relatively short-term.  In other words, avoiding 
thinking about the pain was a helpful tool, which could successfully be employed given 
the limited duration.  On the other hand, Holmes and Stevenson (1990) found that chronic 
pain patients who paid direct attention to their pain activated their personal resources and 
were more effective in adapting to their experiences of pain by facing it head on.  These 
findings illustrate that coping with pain appears to have time contingencies, which may 
need to be factored into consideration when selecting effective coping strategies for 
patients.  
Broad-spectrum cognitive-behavior therapy.  Broad-spectrum cognitive-
behavior therapy refers to an eclectic approach, which therapists utilize to intervene at 
various levels of the problem (Lazarus, 1971).  Treatment involves self-awareness 
raising, identifying triggers, and bolstering support for new and alternative coping 
strategies (Lazarus, 1971).  Tailoring treatment plans are beneficial because they address 
the unique needs and nuances of each individual patient’s set of circumstances.  
Cautiously keeping these treatment plans manageable for patients is endorsed to achieve 
the most efficacious intervention strategizing (Taylor, 2006). 
Homework assignments are also frequently implemented in treatment planning.  
Patients are given activities to do between therapy sessions to develop and maintain their 
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targeted health goals.  Assignments benefit patients by actively involving them in the 
process, which aids in achievement of physical goals, and also serves as a source of 
empowerment by focusing on what patients can do to gain back self-control, which, in 
turn, strengthens reinforcement of positive thinking and subsequent behavioral 
modifications.  Patients engage in self-analysis to determine what behaviors need to be 
targeted for additional therapy, form contracts with therapists which hold them 
accountable to their treatment plans, increasingly assume responsibility for the outcome 
of their health status, and experience decreased feelings of isolation by working together 
with a therapist or treatment support group (Taylor, 2006).    
Anxiety treatments and relaxation techniques.  Anxiety may also need to be 
targeted at the same time the health behavior is actively being addressed.  For example, a 
person who copes with anxiety in social situations by drinking may need additional 
resources to form alternative coping strategies under these circumstances.  Therapists 
may work with anxious patients by teaching them assertiveness and social skills and 
practicing these skills while in session.  Patients learn to cope with anxiety more 
effectively in healthier ways.  Teaching and practicing alternative coping strategies is 
important because treatment cannot omit one coping mechanism, such as drinking to 
tolerate anxiety, without replacing it with another coping mechanism (Taylor, 2006). 
Visualization can also be employed as a cognitive intervention.  Individuals may 
be led through guided imagery to visualize a calming, peaceful scene to lower stress and 
anxiety.  Alternatively, individuals who are painfully enduring the effects of 
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chemotherapy may utilize visualization by imagining themselves fighting an enemy in 
combat.  Each of these scenes has the underlying properties of energizing individuals by 
honing attention in a positive manner.  However, more empirical evidence is needed to 
determine whether guided imagery and visualization is an effective form of pain control 
(Taylor, 2006).     
Patients may also be taught relaxation strategies to overcome feelings of stress, 
anxiety, and panic (Bourne, 2005; Maharishi Mahesh Yogi, 1963).  Additionally, there is 
moderate empirical support which suggests relaxation alleviates severe pain.  In 
conjunction with other pain control interventions, relaxation also appears to be a viable 
form of treatment for chronic pain conditions (Taylor, 2006).   
Relaxation activates the parasympathetic nervous system, which is a branch of the 
autonomic nervous system that increases calming feelings of tranquility.  Activation of 
this physiological system produces an effect opposite to the sympathetic branch of the 
nervous system, which triggers heightened arousal and biological bases of anxiety 
(Bourne, 2005).  Relaxation training physiologically benefits patients by increasing alpha 
wave brain activity (Benson, 1975) and blood oxygenation (Taylor, 2006) while 
simultaneously decreasing blood pressure, heart rate, respiratory rate, and skeletal muscle 
tension (Benson).  A release of endogenous opioid mechanisms occurs during relaxation, 
and the immune system appears to have improved functioning during the relaxation 
process as well (McGrady, Conran, Dickey, Garman, Farris, & Schumann-Brzezinski, 
1992; Van Rood, Bogaards, Goulmy, & van Houwelingen, 1993).          
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Relaxation techniques include: abdominal breathing exercises; calming breath 
exercises (which is a yoga adaptation of abdominal breathing exercises); progressive 
muscle relaxation, which involves scanning and concentrating on different muscle groups 
throughout the body by contracting and releasing these muscles to alleviate tension; 
visualization exercises (Bourne, 2005), meditation (Maharishi Mahesh Yogi, 1963); and 
listening to quiet music or calming sounds such as ocean waves or trickling water 
(Bourne, 2005).  These techniques may routinely be paired with a small object or paired 
with a cognitive association by simultaneously focusing on the word “relax” while 
continuing to deep breathe.  Eventually, with diligent practice, the reinforced association 
will gain strength, and the mere sight or touch of the object or utterance of the word may 
elicit feelings of calmness and peace (Bourne, 2005).   
Treatments involving exposure are also commonly utilized to desensitize anxiety 
and panic in patients.  Exposure-based treatments slowly introduce patients to fearful 
stimuli in gradual increments while conjunctively activating relaxation techniques.  For 
example, individuals who may be afraid of undergoing medical procedures, are 
trypanophobic (phobia of needles), or patients who become panicked by pain would all 
be possible candidates for exposure-based treatment planning (Bourne, 2005).      
Mindfulness.  Mindfulness is a skill which stresses nonjudgmental attention to 
thoughts which come into the mind regarding experiences of pain (Bishop, Lau, & 
Shapiro, 2004).  Individuals living with chronic pain are taught to develop a sense of 
openness and acceptance of internal and external experiences by reflecting on the here-
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and-now process (Kabat-Zinn, 1994).  Mindfulness is conducted through three phases of 
experience (Chiesa & Seretti, 2011).  Mindfulness first begins by conducting a “body 
scan” in which individuals who have chronic pain pay attention without criticism to 
various sensations occurring inside their bodies.  Techniques of relaxation and deep 
breathing accompany this initial phase of mindfulness to assist in concentrating on bodily 
sensations (Chiesa & Seretti, 2011). 
Individuals living with chronic pain then move into a second phase which 
involves “listening” to their bodies (Praissman, 2008).  However, instead of permitting 
reactionary, negative cognitions to corrupt their perceptions regarding their pain, 
individuals are asked to “sit with” and reflect on their sensations and experiences 
(Hamilton, Kitzman, & Guyotte, 2006).  Individuals allow the negative thoughts to enter 
their minds, accept the thoughts as a facet of experience, and then permit them to pass 
freely on from consciousness so that focus may return to a more positive here-and-now 
processing of deep breathing and remaining in a relaxed state.  Attention to breathing 
deeply from the abdomen draws focus away from the distraction of disruptive perceptions 
about pain (Hamilton et al., 2006).  Finally, Hatha yoga is utilized which involves 
relaxing the strain on the musculoskeletal system through building good posture and 
stretching exercises (Kabat-Zinn, 1990).  There is empirical support which suggests that 
utilization of mindfulness may help patients improve their relationship with pain through 
the acceptance of sensations and bodily experience (Chiesa & Seretti, 2011).       
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Acceptance and commitment therapy.  Building on mindfulness strategies of 
passive reflection and relaxation, the focus of Acceptance and Commitment Therapy 
(ACT) is to develop a positive relationship with pain, in which individuals integrate the 
experience of pain and suffering into their lives by forming acceptance with the pain 
(Dahl & Lundgren, 2006; Follette & Pistorello, 2007; Luoma, Hayes, & Walser, 2007; 
Strosahl & Robinson, 2008).  ACT acknowledges that pain cannot be eliminated, and so, 
patients are taught to tolerate and accept painful sensations.  Pain is recognized as an 
aspect of an individual’s life and not the whole experience of an individual’s sense of self.  
Patients passively observe and form acceptance with their sensations of pain by staying 
with the feelings, remaining exposed to the discomfort, and learning to sit with the pain 
instead of avoiding it (Dahl & Lundgren, 2006; Follette & Pistorello, 2007; Luoma et al., 
2007; Strosahl & Robinson 2008).     
ACT is based on the idea that attempts to control or avoid pain are believed to be 
undermining, fruitless efforts which backfire and ultimately stand in patients’ way and 
actually produce greater harmful effects (Dahl & Lundgren, 2006; Follette & Pistorello, 
2007; Luoma et al., 2007; Strosahl & Robinson, 2008).  Therefore, ACT maintains that 
leaning into the suffering promotes the opportunity to accept what is rather than to create 
disillusionment and disappointment about what cannot be possible to change.  In other 
words, pain and suffering are embraced so that individuals may come to terms with the 
reality and truth of their circumstances (Dahl & Lundgren, 2006; Follette & Pistorello, 
2007; Luoma et al., 2007; Strosahl & Robinson, 2008).      
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ACT also encourages patients to clearly define personal values and to make 
positive life choices (Dahl & Lundgren, 2006; Follette & Pistorello, 2007; Luoma et al., 
2007; Strosahl & Robinson, 2008).  Patients examine how they want to live a more 
meaningful and purposeful life as they routinely encounter, embrace, and interact with 
their experiences of pain.  Patients may ask themselves what they would like to do with 
their lives or how would they like to live differently.  Exploring what is most important in 
life generates a clarification and prioritization of individual values (Dahl & Lundgren, 
2006; Follette & Pistorello, 2007; Luoma et al., 2007; Strosahl & Robinson, 2008).            
Furthermore, in ACT, patients commit to taking action by moving forward in the 
direction of achieving personal choices based on these clarified values (Dahl & 
Lundgren, 2006; Follette & Pistorello, 2007; Luoma et al., 2007; Strosahl & Robinson, 
2008).  Individuals begin acting on this commitment by setting personal goals for 
themselves.  Patients plan manageable, concrete steps toward reaching these goals and 
then they put these steps into action.  By working toward meeting established goals, 
individuals living with chronic pain can embrace a life which accepts pain and 
emphasizes their personal values (Dahl & Lundgren, 2006; Follette & Pistorello, 2007; 
Luoma et al., 2007; Strosahl & Robinson, 2008).        
Hypnosis.  Hypnosis has historically been utilized as a form of pain control and a 
factor in healing rituals in various cultures for many years (Taylor, 2006).  It has been 
documented in the empirical literature that hypnosis has helped control pain from burns, 
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headaches, severe pain following operations, dental procedures, and childbirth (Hilgard, 
1978).   
Hypnosis is first induced through relaxation followed by suggestion that a 
reduction in pain will occur.  Hypnosis is a type of distraction, and the act of diverting 
attention away from focusing on sensory discomfort can help ease pain.  While the 
patient is in a hypnotic state, the therapist works toward reconstructing perceptions about 
the pain.  Through hypnotic suggestion, patients can reinterpret the experience of pain 
and attach different, more favorable meaning to it.  Frequently, patients receive pain 
alleviants in conjunction with hypnosis.  It is unclear if altering conscious experience 
serves patients in reducing pain or whether factors involving distraction, reinterpretation, 
relaxation, and medication join together to enhance physical comfort (Taylor, 2006). 
A successful and amazing utilization of hypnosis for medicinal purposes was 
presented in the following historical account:  
In 1829, prior to the discovery of anesthetic drugs, a French surgeon, Dr. Cloquet, 
performed a remarkable operation on a 64-year-old woman who suffered from 
cancer of the right breast.  After making an incision from the armpit to the inner 
side of the breast, he removed both the malignant tumor and also several enlarged 
glands in the armpit.  What makes this operation remarkable is that, during the 
surgical procedure, the patient, who had not received any drugs, conversed quietly 
with the physician and showed no signs of experiencing pain.  During the surgery, 
her respiration and pulse rate appeared stable and there were no noticeable 
changes in her facial expression.  The ability of this patient to tolerate the painful 
procedures was attributed to the fact that she had been mesmerized immediately 
prior to the operation.  Cloquet’s case is one of the first reports of painless surgery 
with mesmerism or, as it was called later, hypnotism (as cited in Chaves & 
Barber, 1976, p. 443).   
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Originally Dr. Cloquet was suspected of being a fraud, because this account 
appeared to be so highly irregular and unbelievable.  His methods were heavily 
questioned for sensationalism by the French Academy of Medicine.  While this account 
was met with suspicion, there have nonetheless been multiple other examples cited in the 
literature reporting hypnosis as a successful method in the treatment of pain and various 
medical procedures (Chaves & Barber, 1976).   
A much more current study involving 28 patients diagnosed with irritable bowel 
syndrome were randomly assigned to either a hypnotherapy group or a control group, 
which received supportive talk therapy.  Compared with the control group, individuals 
who received hypnotherapy appeared to have more alleviation of painful gastric 
symptoms (Simren, Ringstrom, Bjornsson, & Abrahamsson, 2004).  
Client-centered therapy.  Client-centered and insight-oriented therapies are also 
employed by therapists to assist patients in understanding what underlying dynamics are 
standing in the way of achieving improved health behaviors.  Therapists are present, 
empathic, and help patients to feel safe in exploring the psychological issues contributing 
to unhealthy habits.  Motivational principles may then be employed to assist patients in 
advancing improved health (Reeve, 2005; Taylor, 2006). 
Family interventions.  Health practitioners are seeking to intervene by working 
more with the family system.  One individual’s unhealthy habits may impact the whole 
family, such as second-hand smoke. Providing smoking cessation assistance not only 
helps improve the quality of health for the identified smoker, but it will also improve the 
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health of those around the individual in the family unit (Taylor, 2006).  Parents model 
health behaviors and practices to their children.  When children learn and develop health 
habits acquired by their parents’ example, such as wearing seat belts and brushing their 
teeth, it sets children up for better long-term, healthier lifestyles.  These behaviors 
become ingrained habits.  Routines form, which strengthen individuals’ likelihood to 
maintain healthy regimens (Taylor, 2006).  Increased family commitment helps bolster 
each individual family member’s accountability, motivation, and support for adhering to 
healthy habits, which strengthens maintenance (Wilson & Ampey-Thornhill, 2001).  
Compared to single men, married men have been shown to have healthier lifestyles, 
because they are influenced by their wives to attend regular medical check-ups 
(Hampson, Andrews, Barckley, Lichtenstein, & Lee, 2000).      
Illustrative Examples 
The preceding sections explored a wide range of psychological issues, which may 
compound the experience of living with chronic illness and disability.  Examining three 
exemplary forms of disease, including diabetes, renal failure, and organ transplant, will 
provide a richer depiction of how these various factors thread together to form multiple 
psychological layers.  These three forms of disease provide a very vivid portrayal of some 
of the common issues seen among many different types of chronic illness as expressed by 
the scientific literature reported in the preceding sections.  Exploring these three diseases 
more in-depth will highlight how each different type of illness and degree of severity 
creates its own unique nuances in terms of psychological adjustment.  Therefore, the 
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issues presented will not only touch on general themes seen among individuals living 
with chronic illness, but the psychological ramifications for individuals facing diabetes, 
renal failure, and organ transplant are particularly complex in nature and go beyond some 
of the classic issues seen among broad types of chronic illnesses.  
Diabetes 
 Schokker, Keers, et al. (2010) investigated how different levels of motivation 
impacted people diagnosed with diabetes.  Not surprisingly, individuals with low 
motivation were less inclined to exercise than those with high motivation.  Prevention or 
delaying disease onset is best executed when patients are strongly motivated to work on 
their health.  Individuals who are diagnosed with diabetes are at greater risk for facing 
more dire consequences, such as developing cardiovascular diseases and other health 
complications, and therefore have more to lose by ignoring their treatment plans and 
more to gain by being motivated.   
Schokker, Keers, et al. (2010) described promotion-focused motivation models as 
concentrating on achieving positive outcomes and attaining prescribed goals.  Prevention-
focused motivation models, on the other hand, emphasize the avoidance of negative 
health events.  Those who do well with prevention-focused forms of motivation do better 
when they naturally have a negative avoidant-focused personality, but have a high self-
efficacy, and are also empowered by being armed with how to avoid future problems.  
Someone who tends to have low self-efficacy may experience lowered motivation when a 
prevention model is endorsed.  Activating anxiety and fears about a future unhealthy self 
136 
 
will feed natural tendencies toward low self-efficacy and thereby amplifies a sense of 
futility and a lack of motivation.   
Individuals who tend to concentrate on attaining positive outcomes will naturally 
fit well with promotional-focused treatment.  When focus was targeted at achieving 
positive outcomes, there still remained little impact when there was a perception of little 
control over future events.  In other words, finding the right match of self-efficacy level, 
motivation model, and perception of control tailored to the uniqueness of the patient is 
most ideal.  However, self-efficacy was not found to moderate the results, which suggests 
that utilizing more positive promotional forms in delivering treatment planning will likely 
motivate self-care (Schokker, Keers, et al., 2010). 
Luyckx, Vanhalst, Seiffge-Krenke, and Weets (2010) found different coping 
typologies for coping with diabetes.  Individuals who showed the best results in terms of 
both physical and psychological outcomes were those who were identified as active 
integrated.  Individuals who fell into the active integrated category tended to accept and 
adopt the illness into a fundamental and integrated experience of self.  These individuals 
took a proactive approach and confronted their illness head on instead of ignoring their 
symptoms.  The opposite typology which emerged was a passive approach, and 
individuals who took on this typology tended to neglect their symptoms, coped by using 
denial, and did not accept their illness.  The third typology which emerged was a group 
labeled low generic,  high integrated, which succeeded at strong integration and 
acceptance of the illness, but they formed acceptance by vacillating between a variety of 
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coping strategies, some of which were positive coping strategies (positive perception 
about self-worth and acceptance and integration of the illness into identity), while others 
were maladaptive and self-destructive (depressive symptoms, passive resignation to the 
illness, and denial).  The final category identified as high generic, low integrated were 
individuals who did not accept their illness and exercised very little integration of the 
illness into their sense of self.  These individuals also vacillated between utilizing 
multiple positive and negative coping styles (Luyckx et al., 2010).  
The passive avoidance typology was comprised mostly of women, unemployed, 
and single individuals.  Luyckx et al. (2010) theorized that this finding may suggest that 
individuals who are isolated from colleagues and partners have limited social groups to 
call on for support.  These individuals reported higher medical ramifications from their 
condition and had low levels of perceived control.  Meanwhile, their counterparts, who 
adopted a more proactive approach and synthesized their illness into a whole sense of 
self, demonstrated the best glycemic control, the lowest scores on depressive symptoms, 
and the highest score levels on self-esteem.  The typology which demonstrated 
fluctuation in utilizing a broad range of both positive and negative coping strategies, but 
did integrate the illness into a holistic sense of self, did not appear to be quite as adaptive 
as the active typology that relied on more positive coping strategies.  However, the active 
integrated and the low generic, high integrated clusters scored similarly on the external 
correlates, which lends credence to the hypothesis that integrating the illness into a sense 
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of self is key, and results are maximal when used in conjunction with positive coping 
mechanisms (Luyckx et al., 2010).   
Renal Failure and Dialysis 
  According to Yu and Petrini (2010), 100-240 per million people worldwide 
develop end-stage renal disease (ESRD).  Renal failure requires renal replacement 
therapy, which involves peritoneal dialysis (PD) or HD.  Depending on decisions made 
by the patient, a kidney transplant may also factor into treatment planning.      
Namiki et al. (2009) discussed the strengths and limitations of haemodialysis 
(HD) being implemented in a hospital setting versus home-based haemodialysis (HHD), 
which included over-night treatment.  Patients who received HHD demonstrated better 
phosphate control and improvement of maintaining blood pressure and volume, had more 
stable HD sessions, and reported lowered psychological distress and increased physical 
health.  On the other hand, HHD is very demanding on care-givers, requires an enormous 
investment of time and energy, makes it hard to have a sense of normalcy, imposes 
challenges on enjoying an outside life, and impacts the physical set-up of patients’ homes.   
Yu and Petrini (2010) pointed out that HD treatment can cause a variety of 
negative quality of life factors such as: complications, hospitalizations, invasive 
procedures, and loss of employment.  There is a narrower ability to function and the 
treatment regiment is complex and challenging.  Patients need to adhere to a specific 
nutrition plan and must maintain compliance with all aspects of their prescribed treatment 
plan.  However, patients described a variety of symptoms prior to HD, such as memory 
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loss, headache, hypertension, bruising, itchy skin, loss of appetite, dizziness, and 
vomiting.  Patients reported relief in these symptoms after receiving routine HD 
treatments.  In fact, patients had grown so accustomed to not feeling well, that when they 
suddenly experienced these bodily improvements, it helped them identify how terrible 
they really had felt previously.       
Organ Transplants 
  According to the United Network for Organ Sharing (2008), every year 
approximately 28,000 solid organ transplants are conducted, and 68,000 more patients 
remain wait-listed for a suitable organ during end-stage disease.  There are four 
requirements which need to be met in order to be eligible for transplant candidacy.  The 
criteria which are utilized to determine candidacy consists of: patient’s rights, in which all 
patients have the right to an organ transplant if this procedure is what they choose for 
themselves; cost effectiveness, in which economical outcomes are considered; the 
accepted notion of benefit, which pertains to identifying a medical need, quality of life 
after the transplant and time left to live; and finally, scientific progress, which takes in 
account how the patient’s treatment will advance scientific medicine (Kahan, 2000).    
Organ transplant attempts have been traced as far back as the early part of the 20
th
 
century.  By the latter half of the century, many organ rejection challenges were 
overcome.  Treatment compliance has been cited as the most critical element to 
maintaining a successful outcome following receipt of an organ.  Immuninosuppresant 
prescriptions are important to bolstering against organ rejection.  The host’s immune 
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system perceives the new organ as foreign tissue and will work to reject it, which 
underscores how adherence to taking medication is necessary.  Noncompliance can result 
in dangerous complications and fatality.  Twenty-five percent of transplant recipients’ 
deaths were the result of inadequate adherence or a complete disregard to adherence to 
treatment following surgery (Bunzel & Laederach-Hoffmann, 2000). 
Patients who receive organs experience feelings of lost time from the debilitating 
effects of chronic illness.  While awaiting receipt of an organ, they need assistance in 
figuring out how their lives will look in the future and how they will experience 
themselves in the here and now by integrating the organ transplant into their sense of self 
(Rainer, Thompson, & Lambros, 2010).  Organ recipients encounter a variety of 
emotionally distressing experiences, including chronic depression, bereavement for the 
donor, body image distortion, and a fear of rejecting the new organ (Baines & Jindal, 
2003).   
Patients who receive a transplant may also experience restrictions in their social 
activities and social networks.  They may encounter challenges in their vocations and 
fluctuations in their emotional well-being.  Economical difficulties are the leading 
stressors experienced both by caregivers and the patients.  Caregivers may face an 
inability to retain employment while still caretaking the patient.  Providing care may be 
strenuous and feel burdensome for caregivers, resulting in prematurely ceasing aid before 
the transplant recipient is fully capable to resume independent living (Rainer et al., 2010).   
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Evidence has been found to suggest transplant recipients who do not resume 
employment experience more psychological challenges and distress compared to those 
who were working, disabled, or retired (Engle, 2001).  Post-transplant recipients may 
typically go back to work within a 9-to-12-month period (Olbrisch, Benedict, Ashe, & 
Levenson, 2002); however, risk of losing disability benefits often precludes patients from 
returning to their vocations (Marks & Allegrante, 2005), which is problematic, because 
employment is connected to overall positive psychological health (Rainer et al., 2010).      
A shortage of organ donation is a consistent challenge for recipients and their 
health care providers (Rainer et al., 2010).  The U.S. Department of Health and Human 
Services (2009) reported a 75% success rate of living for at least 5 years for lung 
recipients in the year 2006 and a 45% success rate for heart-lung recipients that same 
year.  
 Organ recipients often struggle with self-blame, guilt, and tend to be very critical 
of themselves.  Health care professionals are warned against telling recipients that the 
transplant allows for a second chance.  Rather, health care professionals are encouraged 
to refer to the transplant as a chance or an opportunity.  It is thought that the term, “a 
second chance” has subtle implications that convey the message that the individual must 
somehow be redeemed.  This population struggles with feelings of self-reproach, and 
subtle, albeit well-meaning intentions can easily feed these natural harsh self-judging 
tendencies (Rainer et al., 2010). 
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 Another poor choice of words used by some health professionals is referring to 
the organ transplant as a “gift of life.”  This well-intentioned phrasing may be interpreted 
by some patients to mean that receipt of an organ must translate to becoming gifted in 
some way.  Some recipients grapple with feeling unworthy of the transplant, and so they 
feel pressured to make a grand accomplishment, contribution, or to develop some type of 
special gift as a means of justifying and deserving the organ receipt.  Additionally, 
patients who receive an organ transplant want to move forward and live a long, fulfilling 
life without the frustration of medication side effects (Rainer et al., 2010). 
Rainer et al. (2010) identified three phases that transplant recipients go through 
which include the pretransplant phase, the waiting / candidacy period, and the 
posttransplant period.  The initial phase precludes those who try to dissociate from the 
reality of their situation by coping with denial.  During this phase, patients may feel stress 
and apathy.  Patients may fear the pending surgery, organ rejection, and being declined as 
an unsuitable transplant candidate, but they also may experience hope for a chance at 
normalcy.  This is a time in which patients may contemplate making meaning of living 
with another individual’s organs.  Patients hold out hopes that an alternative form of 
treatment will be introduced, relieving them of the sole choice of organ transplantation.  
Recipients also experience anxiety about whether or not an organ will reach them in time 
(Rainer et al., 2010). 
The second phase which involves the waiting period is typically recognized as the 
most anxiety provoking part of transplant experience (Stukas, Dew, Switzer, DiMartini, 
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Lormos, & Griffith, 1999).  Candidates awaiting transplant have a higher risk of 
psychological anguish, fatigue, anxiety disorders, and depression (Kash & Dabney, 2001; 
Dew, Switzer, & Dimartini, 1998).  These fears are amplified by feelings of uncertainty 
about prognosis (Kash & Dabney, 2001 ).  Declining physical health and deteriorating 
organ function also predispose individuals to poor psychological health (Dew et al., 
2002).   
Rainer et al. (2010) reported that duration of waiting time may impact the 
psychological adjustment following surgery.  Currently, this issue warrants further 
scientific endeavor as Rainer et al. reported in the following: 
There is tentative evidence that the shorter the waiting period, the more difficult 
the post-transplant adjustment.  This suggests that there may be a certain required 
level of psychological adjustment necessary for successful accommodation to the 
transplant; this has yet to be empirically validated (p. 406). 
   
Life after living with chronic illness presents unique challenges and adjustments 
for transplant recipients (Chan, Cardoso, & Chronister, 2009).  Significant emotional 
adjustments mark the time frame following transplant surgery, and the post-transplant 
phase is particularly noted for heightened susceptibility to poor psychological health 
(Dew et al., 2002).  Seventeen percent of patients experienced posttraumatic stress 
disorder twelve months post-operation, 17.7% were diagnosed with anxiety disorders, 
and 22.5% received a diagnosis of depression within 8 to 36 months following their 
operation (Rainer et al., 2010). 
Patients develop a keen sense of how the body works as an intricate systemic 
organism when one specific part of the body fails and impacts the functioning on the rest 
144 
 
of the body.  The way transplant recipients perceive themselves changes markedly.  There 
are complex adjustments in how they experience themselves involving the mind-body 
integration, such as increased attention to physical sensations, emotional range, and 
becoming more in tune with their senses.  There are feelings of loss of their own organ 
and a period of developing rapport and emotionally accepting the new organ as part of 
their own body.  They go through a phase of adopting this new body part into the bigger 
structure of how they experience their sense of themselves, or personal identity, and then 
develop a sense of wholeness about themselves (Rainer et al., 2010; Rauch & Kneen, 
1989). 
Approximately 30% of transplant patients suffer with sexual dysfunction and 
anxiety (Mordkin, 1999).  Loss of libido may occur following surgery, impacting sexual 
activity among patients (Rainer et al., 2010).  Transplant recipients may experience 
surgical scarring, weight gain, muscle pain, and decline in energy resulting in feeling 
unattractive (Tringali, Arria, & Trzepacz, 1994).  While health professionals will inform 
patients that they may resume sexual activity, many organ recipients are afraid of injuring 
the organ replacement, or they experience their bodies as too frail to enjoy sex (Rainer et 
al., 2010).  Once the body and mind are allowed time to reintegrate in a holistic sense, 
sexual health improves (Baines & Jindal, 2003).    
Ideally transplant recipients set quality of life goals for themselves which involve 
finding ways to cope with psychological distress, pain, and finding holistic ways of 
integrating the mind-body phenomenon, as well as finding ways of integrating the overall 
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psychological experience into a sense of identity (Doran et al., 2006).  Positive self-worth 
is an important part of healthy living, which is needed in order to overcome the severity 
of medical symptoms that occur for transplant patients (Delgado, 2007).  
Savitch, Gilmore, and Dowler (2003) endorsed patients seeking out support 
groups to strengthen self-education, advocacy, and understanding among their fellow 
transplant peers.  Nickel (2002) echoed these findings when comparing liver transplant 
recipients who were a part of a self-help group to a control group.  Members who 
participated in the self-help groups were found to show more highly improved mental and 
physical health in terms of quality of life, were less apt to experience depressive 
symptoms, and showed stronger coping mechanisms than their counterparts in the control 
group (Nickel).  Patients need to learn ways to gradually resume their life responsibilities, 
to increase their independence, to explore ways of feeling as though they do have 
something to contribute to their community and society, and to find ways of maintaining 
access to their health care providers (Doran et al., 2006).      
Summary 
In summary, this literature review explored external stressors, including health 
insurance coverage, employment concerns, mass campaigns for disease prevention, and 
stigmatization, which may be challenging contextual issues for people of disability and 
those living with chronic illness.  Individuals living with chronic illness and disability 
have complex patterns of identifying self in relationship to others.  Interpersonal stressors 
discussed in the previous sections revealed how individuals living with chronic illness 
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often feel alone and struggle with painful relational complexities on a daily basis.  These 
issues create strain in interpersonal relationships, which was illustrated in sections 
targeting care-giver burden, lifestyle adjustments, and changes in relationships.  These 
issues are further compounded by internal stressors involving independence versus 
dependence, perception of control, systemic impact on control and behavior, depression 
and anxiety, fatigue, and existential issues.  Developmental factors may complicate 
matters further and incite varying reactions, from youth feeling peer group alienation and 
stigmatization, to older adults facing pending death and advanced life stages (Taylor, 
2006).   
While there appears to be a vast number of challenges facing individuals living 
with chronic illness and disability, there also appears to be numerous styles of coping 
mechanisms which reflects personal strength and perseverance in the face of routine 
adversity.  Identity construction, striving for consistency and taking control, spirituality, 
social support and attachment styles, partnerships, denial, and befriending programs were 
examined to illustrate a variety of intrapersonal coping strategies among individuals 
living with chronic illness and disability.  Traditional Western clinics are more frequently 
employing biofeedback and pain management interventions.  Meanwhile, alternative 
medicine and other forms of healing include acupuncture and art and recreational 
therapies (Taylor 2006).   
Psychotherapy employs a variety of interventions to help individuals living with 
chronic illness manage their lives.  Psychological approaches which were included and 
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presented were: the transtheoretical model of behavioral change, behavioral strategies, 
perception and self-efficacy, cognitive-behavioral therapy strategies, broad-spectrum 
cognitive-behavioral therapy, anxiety treatments and relaxation techniques, mindfulness, 
acceptance and commitment therapy, hypnosis, client-centered therapy, and family 
interventions.  Heightened awareness of these various coping strategies and, in particular, 
increased knowledge about current psychotherapeutic approaches may be beneficial for 
clinical applications, and it also provides a foundational background for scientific 
endeavor, as in the case for the present research investigation.  Finally, examples 
illustrating the phenomenological complexities of diabetes, renal failure, and organ 
transplants were presented (Taylor, 2006).     
Rationale for the Current Investigation 
Chronic illness touches the lives of millions of individuals, and the issues among 
this group range in complexity.  It is highly probable that members of the mental health 
field can expect to work with clients facing chronic illness and disability at some point 
and would be well served in gaining increased knowledge in this area (Bayliss et al., 
2003).  Taylor (2006) echoes that there is a growing need for the contributions made by 
the field of health psychology.   
The introduction chapter revealed how famous individuals identified by chronic 
illness and disability demonstrated common themes of social support, stigma, and 
lifestyle adjustments.  However, the individuals had something unique and meaningful to 
portray in their life stories.  For example, Keller (Berger, 2003) was motivated to 
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activism as a result of her experiences with disability, which paralleled Reeve’s (2002) 
rise to activism in which he sought to garner research and funding for individuals with 
spinal cord injuries.  On the other hand, while Reeve was extremely open about his 
challenges and became a public symbol for people with disabilities, other individuals 
went to great lengths to conceal their disability, such as Fox (2002) and President 
Franklin Delano Roosevelt (Black, 2003).  Excavating the common themes, as well as 
evaluating the unique anecdotal nuances among these individuals, underscores how 
taking a more in-depth approach, which deeply investigates the lives of individual 
participants in the current investigation, yields meaningful data.   
During my thesis investigation, one of my young participants described how he 
felt he was living for three people, because he received two organ transplants.  An aging 
woman described her spiritual journey upon awakening from a coma.  One participant, 
who identified as transgender, described how much easier it was to out himself about his 
gender identity than to out himself about disability (Pogge, 2011).  I was captivated and 
humbled by each of my participants’ stories.  However, many of these rich pieces were 
not reported in the final conclusions of the study due to the narrowly-defined focus of 
that analysis.  I did not feel that I truly honored their bravery by reporting exclusively on 
broad, dialectical themes across participants.  I wanted to discover the richer, deeper 
aspects of living with chronic illness and various medical conditions conveyed in all the 
interviews.   
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Because the focus of the thesis analysis (Pogge, 2011) did not capture all the 
important and meaningful information that was obtained from participants, I proposed to 
extend the study by conducting a more rigorous analysis of the data, and in addition, I 
was given approval to collect data via three new interviews.   
I proposed to use a more in-depth heuristic analysis which proved to be a 
significantly more involved examination of both the new and previous interviews for the 
current investigation (Moustakas, 1990).  The benefit of employing an in-depth, 
individualized analysis is that it captured powerful experiences which may have 
otherwise been missed or lost (Moustakas, 1990; Patton, 2002).  The current investigation 
also benefited from the critical new additional data and analysis of my own life 
experience and perspective of what it means to live with chronic illness.  I have lived 
with various types of chronic illnesses and disabilities for more than twenty years and this 
perspective will be fully explicated to enhance a meaningful portrayal of the phenomenon 
of living with chronic illness.  In an attempt to better serve this population, a 
phenomenological investigation led by the researcher, who self-identifies as living with 
chronic illness, is likely to make a substantive contribution in uncovering the multiple 
complexities and phenomena that this population experiences.  This personal experience 
has been discussed more in-depth in later sections.   
Because I wanted to see a fuller, more holistic picture emerge, I have used an 
interdisciplinary approach to the present investigation.  I have asked a physician and a 
Ph.D. social work professor with a specialization in medical social work and health-
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related issues to serve on my dissertation committee alongside three psychologists.  I 
believe using a multidisciplinary approach enhanced my lenses so that more facets of this 
complex phenomenon have been illuminated and a meaningful portrayal of the 
experience of living with chronic illness has emerged into clearer focus for scientific 
examination.   
Thorne and Patterson (1998) reported that individuals who suffer with chronic 
illness have a unique way of knowing and understanding their illness, while at the same 
time they noted that these individuals experienced health professionals as having a 
restricted perspective of their lived realities.  Mental and medical health professionals 
would benefit from more closely examining the experience of suffering physically and 
emotionally as a means of strengthening empathy and understanding for individuals 
living with chronic illness and physical disability.  Increasing knowledge within the 
psychological field about the various specific types of impact chronic illness has on 
patients could help bolster support for these individuals while forming a richer 
understanding of the lifestyle changes that occur for chronically ill people (Thorne & 
Patterson, 1998).  The American Psychological Association has identified the importance 
of additional awareness and training for psychologist regarding disability concerns in its 
recent publication of the Guidelines for the Assessment of and Interventions with Persons 
with Disabilities (2012).     
Heightened awareness about disability as a form of diversity would also enhance 
multicultural competency (Sue & Sue, 2003) when working with this population.  
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Individuals who are challenged with chronic illness and disability often face issues such 
as forming acceptance and developing meaning-making from their experiences.  
Overcoming such psychological hurdles requires a certain degree of mental gymnastics 
and the formation of highly complex skills, which may translate to benefitting many other 
psychological issues throughout the lifespan.  Because an individual cannot escape the 
pain and confines of one’s own body, people of disability are in the unique position of 
rarely experiencing a break from the constant confrontation of personal limitations and, 
in some cases, incessant suffering.  These consistent existential reminders force people 
who are living with chronic illness and disability to find strong means of coping and 
adaptation to both physiological and psychological stressors.  Mental health professionals 
could benefit from understanding how this particular population forms acceptance, 
meaning-making, resiliency, coping, and creative adjustment in the face of daily 
adversity.  This population has much to teach mental health and medical professionals 
about the care and compassion required for working with people living with chronic 
illness, as well as fruitful, general life experience and wisdom which may transcend to 
assisting other groups who struggle to overcome various forms of challenge.  All of these 
reasons have led to the present investigation and my intent to demonstrate a richer 
portrayal of living with chronic illness and to explicate a deeper understanding of the 
complexity of this phenomenon.   
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Research Questions 
 Phenomenological inquiries for the present investigation will be provided here in 
the following research questions:  (1) How can we understand the complexity of living 
with chronic illness?  (2) How do persons with chronic illness understand the various 
components of their illness experience? 
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CHAPTER III 
 
METHOD 
Rationale for a Qualitative Approach 
Rainer et al. (2010) argued that there are advantages to utilizing a qualitative 
approach for studying the experiences of living with chronic illness as opposed to 
utilizing a quantitative approach.  A qualitative approach emphasizes a valuing and 
recognition of process, observation, and identification of subtle forms of communication, 
allowing researchers to make adjustments to participants’ emotional and behavioral 
patterns, which may be lost or compromised when a quantitative approach is employed 
(Rainer et al, 2010).  Patton (2002) calls attention to the usefulness of qualitative methods 
in studying how individuals develop over time.  He states, “Quantitative measures can 
parsimoniously capture snapshots of pre-and poststates, even some interim steps, but 
qualitative methods are more appropriate for capturing evolutionary and transformational 
developmental dynamics.” (p. 167).  
There is precedent for the use of qualitative methods in the study of disability.  
For example, Charmaz (2006) discussed how the task of interpreting markers may be 
ambiguous by referencing a narrative of a retired woman who found it difficult to tease 
apart illness from aging.  Charmaz used an emergent form of data analysis to emphasize 
the importance of interpreting markers through listening to several narratives.  This 
154 
 
iterative process sought to provide deeper meaning and provided verification for the 
stated hypotheses.   
 Townsend et al. (2006) also used a qualitative, developmental framework to study 
chronically ill individuals’ striving for independence, expression of frustration within this 
process, and tendencies to compare current physical functioning with past levels of 
functioning.  Clearly, using a qualitative approach has been beneficial for examining 
phenomenological issues which develop, grow, and change across long spans of time.    
Before describing the specific methods of the present study, it is important to 
provide the philosophical and historical background for this methodology.  Such 
information assists in framing the study for maximum comprehension.  This study was 
conducted from a phenomenological perspective, using heuristic methods.  Heuristic 
inquiry is an offshoot of phenomenological research (Patton, 2002); thus the broader 
approach is described prior to the more specific variation.   
Phenomenological Empiricism 
Husserl (1913/1982) is credited for initially theorizing the usage of 
phenomenology as a valid approach to research methodology.  He pursued scientific 
inquiry through the use of phenomenology as a means of examining the subjective 
experience of humanity, which includes feelings, perceptual experience, and our 
conscious awareness.  Husserl argued that traditional methods of empiricism sought to 
measure psychological experience at the limiting expense of missing a richer and more 
complex subjective experience.  Phenomenology is the study of lived experience and 
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forming meaning based upon how individuals meet others and their environment.  
Choosing this vehicle for scientific exploration permits researchers to gather insight and 
intuition expressed by the unique perspective of the individuals immersed in the 
experience under investigation (Husserl, 1913/1982).  Moreover, phenomenology 
researchers argue that their method of scientific endeavor is a legitimate form of 
empiricism, because they are committed to a pure study of experience (Lawhead, 2007).  
Patton (2002) defined phenomenology’s philosophical central question as “What is the 
meaning, structure, and essence of the lived experience of this phenomenon for this 
person or group of people?” (p.132).   
Moustakas (1994) proposed a framework for employing phenomenology as a 
scientific method.  Using phenomenology, researchers attempt to describe the essence of 
experience.  Researchers maintain a constant vigilance in observing personal biases to 
avoid imposing presuppositions about the phenomena in question.  However, 
phenomenology does not expect researchers to be free of bias. Instead, phenomenology 
uses examination of personal bias through a critical lens.  This process is referred to as 
the epoche, in which typical ways of knowing, understanding, and forming judgments are 
carefully explored from the vantage point of meeting the phenomena with a sense of 
naïve openness to what emerges (Moustakas, 1994).   
Idhe (1986) provided additional guidelines for phenomenological investigation 
through use of the epoche, which entails a sense of lowering our automatic assumptions 
and allowing the phenomena to express itself as it is naturally occurring.  This type of 
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scientific rigor translates as an intentional process that frees itself from the use of a 
predetermined philosophy (Appignanesi & Zarate, 2002; Barrett, 1958; Idhe, 1986; 
Lawhead, 2007).  Rather, this evaluative process seeks to describe the experience as it is 
lived and unfolding (Husserl, 1982; Kvale, 1996; Yontef, 1993).  Diligent and deliberate 
action of the epoche makes usage of the phenomenological approach a viable scientific 
endeavor (Husserl, 1982).   
Phenomenological reduction is the next key phase that comes after the epoche.  
Ideas and important phrasing are identified within the data sets and organized and 
grouped together into portions of meaningful texts, which Giorgi (1970) designated as 
meaning units.  This process is employed in order to glean deeper underlying consistent 
meaning across the data about the phenomenon under investigation.  Bracketing of words 
and phrases that do not provide contribution to richer forms of meaning units are omitted 
to systematically manage and clarify the data (Patton, 2002; Woldt & Toman, 2005; 
Yontef, 1993).  A dispassionate review describing what took place follows the bracketing 
phase.  The researcher is committed to the equality rule which rests on the premise that 
all the data has equal value.  The researcher evaluates all the evidence and remains open 
to considering multiple hypotheses before arriving at an interpretation which best fits 
across all the data sets.  Broad themes are generated from the categorization of the 
meaning units and represent a valuable form of understanding the essence of the lived 
experience (Woldt & Toman, 2005).  Phenomenological investigation has strength in 
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describing what is most meaningfully occurring at hand, and therefore a rich depiction of 
the experience of living with chronic illness will come more sharply into focus.       
Heuristic Inquiry as a Variant of Phenomenology 
As noted earlier, heuristic inquiry is a specific form of phenomenological work 
(Patton, 2002).  According to Patton (2002), heuristic inquiry is defined by the following 
humanistic psychological central question: “What is my experience of this phenomenon 
and the essential experience of others who also experience this phenomenon intensely?” 
(p. 132). 
  Using a heuristic perspective has been helpful in addressing the gap in prior 
research studies, in which researchers chose not to examine their data from the shared 
perspective of living with a form of chronic illness, if such a shared experience was in 
fact present.  Heuristic methodology relies on first-hand lived-experience of a 
phenomenon and the recognition of areas which require deeper inquiry based on the 
growth and developments born out of that lived-experience.  Maslow (1966) supported 
the value of lived-experience as a process of scientific endeavor by stating, “There is no 
substitute for experience, none at all.  All the other paraphernalia of communication and 
of knowledge—words, labels, concepts, symbols, theories, formulas, sciences—all are 
useful only because people already knew them experientially” (pp. 45-46).  
Consequently, the heuristic approach capitalized on the first-hand, insider’s view of the 
researcher’s prior knowledge and relationship to the phenomenon in question. 
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 Heuristic researchers are expected to be immersed and fully present to how an 
investigation unfolds so as to acquire a deeper understanding of the phenomenon in 
question.  As a result of this meaningful self-commitment to the process, researchers 
often experience growth and discover enrichment through the acquisition of greater 
knowledge into the phenomenon being investigated.  Heuristic researchers are 
consistently determining a level of importance, relevancy, and an in-depth evaluation of 
the phenomenon.  This detailed, recursive process of examination helps to determine 
quality, accuracy, and a thematic summarization which captures the underlying 
meaningful essence of the experience (Moustakas, 1990). 
 In this study, utilizing a heuristic approach helped to further inform the data 
collection (Moustakas, 1994).  The primary researcher has experienced chronic illness 
since childhood.  Her years of experience and personal relationship with the phenomenon 
under investigation were used as a foundation to guide the excavation and pursuit for 
greater knowledge into the experience. 
Skills Required of a Phenomenological, Heuristic Researcher 
There are four skills which are adopted by heuristic researchers in order to carry 
out the task of uncovering greater understanding of the phenomenon under study. 
Moustakas (1990) identified these skills as tacit knowing, intuition, indwelling, and 
focusing.  Each of these skills, all of which were employed, are explained more fully in 
the following subsections.   
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Tacit knowing.  Tacit knowing is the experience of emergence so that an object 
clarifies and materializes into focus.  Elements of a phenomenon crystallize and assemble 
together and that which is not visible to the naked eye lies between those elements, exists 
an awareness of something more which pulls the object into a sense of unity (Moustakas, 
1990).  Another way to think about the skill of tacit knowing is by borrowing from some 
of the Gestalt principle of pragnanz where the field of a phenomenon naturally organizes 
itself into a meaningful whole (Yontef, 1993).  For example, the law of closure dictates 
that the mind naturally gravitates toward attaching a sense of wholeness to a figure 
without needing to actually perceive all the elements concretely assembling together.  A 
figure takes form and emerges from the background to the foreground through perceptual 
clustering of lines and shapes.  A sense of continuity forms within the spatial field under 
examination.  Identification of themes and patterns may appear and the emergence of the 
figure may begin to take on enhanced, greater meaning (Polster & Polster, 1973).  This 
Gestalt principle of pragnanz is precisely the type of skill which is called for in order to 
allow tacit knowing to give way to a greater form of discovery about the phenomenon.   
Perls, Hefferline, and Goodman (1951), describe this sense of allowing elements 
to crystallize in the following:  
When spontaneous attention is directed to an object, so that it brightens as figure 
and the background darkens, the object simultaneously becomes more unified but 
also more detailed.  While more and more details are noticed and analyzed one by 
one, at the same time they become more organized in their relations to each 
other….The object of spontaneous concentration seems increasingly concrete and 
just itself.  Correspondingly, it grows more ‘meaningful’ in the sense that it 
becomes more and more the carrier of functions and importances that are matters 
of excited concern to the organism (p.63). 
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This natural, holistic perspective of organization and unity is widely documented 
across academic disciplines.  For example, Einstein’s (1920) theory of relativity asserted 
that there is a complex, organized system of the universe and that there is a special 
relationship between time and space.  Ancient philosophers, such as Aristotle (Aristotle’s 
Metaphysics, 2012), noted this ability by simply stating, “The whole is more than the 
sum of its parts.”   
Intuition.  In order to have the ability to conceptualize experiences through 
holistic lenses, the skill of intuition is needed.  The use of intuition is important, because 
it helps to achieve greater understanding of the phenomenon (Moustakas, 1990).  Polanyi 
(1979) asserted that intuition grants the researcher an opportunity to see a phenomenon 
from a different angle and to encounter the phenomenon with an alternative perspective, 
which gives rise to a new form of enlightenment.  Moustakas (1990) believed that 
intuition is strength of scientific endeavor and articulated his conviction in the following:  
Intuition is an essential characteristic of seeking knowledge.  Without the intuitive 
capacity to form patterns, relationships, and inferences, essential material for 
scientific knowledge is denied or lost.  Intuition facilitates the researcher’s 
process of asking questions about phenomena that hold promise for enriching life.  
In substance, intuition guides the researcher in discovery of patterns and meanings 
that will lead to enhanced meanings, and deepened and extended knowledge (p. 
23).   
 
 Yontef (1993) echoed that the disadvantage of other modes of experimental 
science are that the scientist cannot ask the phenomenon questions about how it feels, 
thinks, or experiences its self.  He argued that most experimental scientists examine 
phenomenon at a distance, such as astronomers who view the rotation of planets through 
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a telescope, or physicists who investigate the invisible properties of gravity, and the way 
biologists examine blood samples through a microscope.  A psychologist who is studying 
the complexities of humanity is in the unique position to ask the phenomenon under 
investigation direct questions about how it experiences it’s self.  He believed that 
acquiring data by asking people directly about the deeper, holistic phenomenological 
properties of the human experience gives psychologists a special advantage that is 
invaluable to scientific endeavor.    
Indwelling.  Indwelling is a skill employed through the heuristic process in which 
the researcher intentionally concentrates on the phenomenon as a means of trying to 
better understand its properties and how it relates to the researcher and to others.  This is 
a process of assembling clues, tracking them, and following them to a place where 
recognition and insight is born. The researcher may need to reach inward to meditate on 
the experience to hone in on the greater meaning of the phenomenon.  The researcher 
exhaustively encounters the phenomenon repeatedly in order to unlock the mysterious 
components which may not be immediately available to awareness.   Through rigorous 
practice, the researcher finds ways of tuning into the invisible features, which pull the 
experience into a sense of wholeness.  The researcher also practices and develops an 
equal strength in characterizing and explicating the more concrete features of the 
phenomenon.  Through this process, the researcher will discover and come to know very 
intimately the dimensions of the phenomenon and moves toward making meaning of it all 
(Moustakas, 1990).   
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Focusing.  Focusing is the process in which there is a clearing away of 
unnecessary details so that the underlying meanings may come into light.  The researcher 
accesses tools of emotion, thought, and intuition to form connections and patterns, and 
identify themes.  From this attentive process of staying with the phenomenon, the 
researcher adjusts and clarifies these underlying themes.  How we attach meaning to 
events is important for achieving improved recognition of the phenomenon against the 
backdrop of its context.  Meaning-making is a valuable skill when faced with nonsensical 
events or periods of catastrophic ramifications (Moustakas, 1990).  For example, Dr. 
Frankl (1959) drew from his experiences of the Holocaust to form greater existential 
insight into the complexities of humanity.  Dr. Frankl’s thoughts on the meaning of 
suffering have particular relevance to the present study.  He wrote the following passage:   
We must never forget that we may also find meaning in life even when confronted 
with a hopeless situation, when facing a fate that cannot be changed.  For what 
then matters is to bear witness to the uniquely human potential at its best, which is 
to transform a personal tragedy into a triumph, to turn one’s predicament into a 
human achievement.  When we are no longer able to change a situation—just 
think of an incurable disease such as inoperable cancer—we are challenged to 
change ourselves (p.135).  
      
This skill of focusing is the final tool which the heuristic researcher employed as a means 
of unearthing deeper insight, understanding, and forming meaning about the phenomenon 
under investigation.  Tacit knowing, intuition, indwelling, and focusing were used for the 
purpose of expanding the knowledge and understanding of what it means to experience 
living with chronic illness (Moustakas, 1990). 
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Qualifications of the Researcher 
 The culture of qualitative work includes being transparent about one’s strengths and 
limitations as a researcher (Patton, 2002).  I currently hold a Master’s degree in 
Counseling Psychology and am working on a doctoral degree in the same field.  My 
thesis equivalency project was a qualitative study, which used a content analysis 
approach to investigating four phenomenological dialectical themes of disability which 
included: isolation versus being alone, resignation versus acceptance, denial versus 
coping, and distancing from symptoms versus symptom management.  This dissertation 
was inspired by that project, and my thesis served as a spring board to help launch the 
present investigation.  I successfully completed the doctoral Qualitative Research 
Methods and Program Evaluation course (PSY 6863) in May, 2008.   
 Since completion of the qualitative methods course, I participated in data analysis 
for a qualitative study examining the experience of adolescents who have diagnosed 
Human Immunodeficiency Virus (HIV) positive family members.  The study was titled 
“Experiences of Adolescents who have a Parent or Parents with HIV” (Stabb et al., 
2010).  I have served as a peer research analyst on another student’s dissertation, which 
investigated the phenomenological experience of care-givers of individuals living with 
scleroderma titled “Caring for a loved one with scleroderma: Experiences of caregivers” 
(Maril, 2012).  I have also served as a peer research analyst on two student’s thesis 
equivalency projects, one of which focused on the phenomenological experience of 
patients living with a type of chronic illness titled “Scleroderma and Embodiment: The 
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Intersection of Lived World and Body” (Maril, 2009).  The other qualitative project 
examined the experiences of inter-racial couples, which was titled “Asian American 
Men’s Reactions towards Interracial Relationships” (Ding, 2009).  Because I have 
research interest in chronic illness and a personal investment in it, I also pay close 
attention to journal articles and studies that focus on this area.   
 I have completed 4 semesters of supervised practicum, am finishing my pre-
doctoral internship, and have had clients who suffered with chronic illness, one of whom 
was terminal.  Through these clinical experiences, I also developed many of the skills 
necessary for taking a heuristic approach.  My theoretical orientation is Relational-Gestalt 
(Perls et al., 1951), and I have received supervised training on using a Gestalt framework.  
My Gestalt training and therapeutic background has often relied on utilization of tacit 
knowing by working in the moment with clients and formulating holistic case 
conceptualization and treatment planning.   
 Meeting with clients in the role of a training therapist has helped me to build and 
trust my intuition by being put into a position where I must use my clinical judgment and 
search for behavioral cues occurring within my client in the moment.  I have developed 
the skills of focus by paying close attention to my clients’ stories and assisting them in 
making connections, forming insight into patterns, and linking themes across sessions.  
My graduate training has prepared and honed my skill of indwelling by emphasizing a 
large amount of inner-work and self-dialogue.  My doctoral program encourages students 
to identify biases and clarify personal world view through concentrated supervision 
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focusing on students’ inner-self as well as through many experiential classroom projects.  
All of these tools, as well as my prior research and clinical experiences, have armed me 
for the present qualitative investigation.    
Overview of Bias and Ethical Considerations 
I am a thirty-six year old, Caucasian woman originally from the Midwest, 
currently residing in the Southwest.  One of my primary areas of research interest is the 
study of living with chronic illness.  I have been diagnosed with multiple forms of 
chronic illness.  I was first diagnosed at the age of twelve with a permanent medical 
condition, which is called Klippel Trenaunay Syndrome (KTS).  The syndrome is a 
vascular condition that predisposes me to the formation of blood clots.  As a result of this 
condition, I have had a vascular tumor removed, six diagnosed blood clots, a contracture 
of the Achilles tendon, which required two separate operations, several various medical 
procedures, routine checkups to monitor blood thinning levels, and the development of 
anemia as a result of the blood thinning medication which caused internal bleeding.  
Within the past two years I received another diagnosis of excessive insulin secretion, 
causing me to have hypoglycemic episodes, which I attempt to manage with diet and 
exercise.   
 As I have lived with chronic illness most of my life, it seems fair to say that I am 
an expert at living with chronic illness.  This expertise is being employed to inform 
research inquiries, provide focus and sensitivity during the interviews, and provide an 
additional source of data, as well as a uniquely knowledgeable vantage point for analysis.  
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However, this personal experience could also be a potential bias for me.  I had heightened 
sensitivity to the personal feelings of participants who agreed to contribute to my thesis 
investigation, however, by the time of the new interviews, this sensitivity had declined 
for the dissertation.  Objectivity may have been sacrificed when I experienced empathic 
emotions simultaneously with my participants.  I may have become absorbed in the 
shared experience with my participants, and I could have possibly missed opportunities 
for deeper inquiry.  Awareness at the onset of the investigation was critical to help 
overcome this possible personal blind-spot.  
Participants 
Eight participants above the age of 18 who have lived with chronic illness for a 
minimum of three years were recruited for the previous study (Pogge, 2011).  The 
archival data gathered from the prior study (Pogge, 2011) was incorporated into the 
present investigation and utilized for a much more rigorous form of qualitative analysis.  
Three new participants who are above the age of 18 and have lived with chronic illness 
for a minimum of three years were additionally recruited, which made a total of 11 
participants for the present study.  This represents an ideal criterion sample because there 
needs to be enough participants to form meaningful interpretation of emergent themes 
which generalize across multiple cases.  Consequently, merely interviewing two or three 
participants would be limiting in determining whether or not themes identified did in fact 
persist across multiple cases experiencing the phenomenon, or if these themes were 
simply a fluke (Miles & Huberman, 1994).  On the other hand, 15 or more cases often 
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creates a tendency toward excavating superficial data due to the larger sampling size.  For 
larger samples, a quantitative method may be a preferred approach in collecting data sets 
in an expedited manner.  Therefore, the current investigation used a criterion sampling 
totaling eleven participants for an optimal target sampling size (Miles & Huberman, 
1984).  The criteria for the thesis sample included adults who were at least 18 years-old 
and had received a diagnosis of some type of chronic illness, which had lasted for a 
minimum duration of 3 years.  These criteria remained for new participants.  Criterion 
samples are useful when examining a predetermined focus of the phenomenon; in this 
case, the phenomenon has been identified as living with chronic illness (Patton, 2002).        
Demographic data, pseudonyms, and other relevant archival data collected in the 
prior study (Pogge, 2011) are displayed in Table 1; new information was added to this 
table in the next round of data collection.  Participants of different ethnicities and gender 
were sought as a means to gain a phenomenological perspective from a diverse group of 
individuals living with chronic illness.  Participants ranged in age from 21 to 83 years old 
and all self-identified as heterosexual.  Participants were asked to report their partner 
status (partnered, married, single, or divorced).    
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Table 1 
Participant Demographics 
Pseudonym   Sex  Gender     Age    Ethnicity     Relationship Status     Disability 
Jason F FTM 21 Caucasian Partnered Scoliosis 
Mickey M Man 23 Caucasian Engaged Alegilles 
Samantha F Woman 54 Black Single Diabetes 
Rhonda F Woman 70 Caucasian Divorced Cancer 
Peggy F Woman 83 Caucasian Married Cardiac 
Martha F Woman 58 Caucasian Married J Diabetes 
Brad M Man 70 Caucasian Married Tremors 
Ron 
Arnold 
Joseph 
Mark 
M 
M 
M 
M 
Man 
Man 
Man 
Man 
46 
35 
53 
33 
Black 
Black 
Caucasian 
Caucasian 
Widowed 
Married 
Married 
Married 
Amputation 
Quadriplegia  
Amputation 
Crohn’s 
Note: FTM = Female to male transgender. J Diabetes = Juvenile Diabetes. 
An examination of Table 1 shows that the participants were primarily White, 
male, in relationships, and in early to middle adulthood.  The range of chronic illness 
represented is substantial.  
Instrumentation 
Moustakas (1990) underscored the benefits of using interviews as a form of 
instrumentation governed by a heuristic methodological approach by stating, “It is a way 
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of self-inquiry and dialogue with others of finding the underlying meanings of important 
human experiences” (p. 15).  
Consequently, a qualitative interview was employed due to the benefits of using a 
phenomenological perspective which offered access to the lived-reality expressed directly 
by individuals living with chronic illness.  In the previous study (Pogge, 2011), each 
interview was semi-structured by using a set of six standardized questions which were 
asked across all 8 interviews.  To maintain consistency and uniformity of measures, these 
same six standardized questions were used once again for the three new additional 
interviews.  Topic areas within these six standardized questions include descriptions of 
diagnosis and illness, coping strategies, difficulties and challenges, fears, experiences 
with both isolation and relatedness, and the impact of chronic illness on identity and 
worldview (See Appendix A).  Demographics obtained during the prior study described 
diversity factors and provided general information (See Appendix B).  The demographic 
questionnaire employed in the previous study (Pogge, 2011) was utilized again to 
strengthen consistency and uniformity of data collection for the current investigation.  
Procedures which were utilized in the prior study were uniformly employed and 
identically replicated for the present investigation.   
Procedure   
The present study was conducted with IRB approval, and all ethical procedures 
were strictly followed.  Informed consent (See Appendix C) was obtained from each of 
the participants prior to beginning the interviews.  Supporting probes were used to follow 
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up on participants’ answers to the semi-structured interview.  Participants had the option 
of stopping or canceling the interview at any time.  Interviews did not begin until the 
interviewee felt ready.  Discussion of personal thoughts and feelings about living with 
chronic illness could predispose participants to reliving a range of memories and 
emotions.  When participants became emotional, these feelings were attended to by the 
researcher throughout the study in the most sensitive manner possible.  Upon conclusion 
of each of the interviews, the interviewer checked in with the interviewee to process any 
residual feelings to help transition the individual back to her or his regular daily routine.  
There was always a possible risk that the interviewee would not sufficiently resolve 
personal feelings awakened by the interview.  In response to these feelings, the primary 
researcher took as much time as necessary to attend to these issues before, during, and 
following the interview to minimize the risk to the participants.  A list of counseling 
referrals (See Appendix D) was provided to all participants.   
Participants were recruited on a voluntary basis from individuals who learned by 
word of mouth about the study.  The interviews took place at agreed-upon times and 
locations between participant and the researcher, with the stipulation that privacy was 
assured.  After reviewing the informed consent form and procedures with each 
participant, the interviews were audio-tape-recorded and transcriptions were generated by 
a qualified professional transcriptionist.  All of her transcription work was done from her 
home computer during evening and weekend hours in a restricted private area she had 
designated for working on confidential audible projects.  The documents produced were 
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transmitted through email, but hand delivered via flash drive or computer disk, to the 
primary investigator.  The transcriptionist then deleted the documents from her computer 
as soon as the primary researcher received the confidential materials.  All research team 
members and the transcriptionist who assist in the production of the current study were 
named, and their roles and services in the investigation were provided in detail on the 
consent form.  Participants were thanked and received a $5.00 gift certificate for 
participating in the study.      
Documents and tapes were stored in a locked box housed within a locked closet at 
the researcher’s home and will be destroyed after five years, which is in adherence to the 
American Psychological Association’s (APA, 2002) recommendation for storing and 
handling confidential research materials.  Informed consent letters were separated from 
the transcripts and stored in a separate file within the locked box.  Transcripts were 
assigned pseudonyms to de-identify individual participants as an increased measure to 
reduce the risk of a breach in confidentiality.   
Much of the original transcribed interview material was integrated into each of the 
individual depictions.  The researcher struggled with the enormity of this task because 
many of the transcribed interviews ranged from 12 to 46 pages in length.  In many cases, 
participants would begin describing an aspect of their experience but then would break 
away to something different and then would circle back later to elaborate on their initial 
point.  In order to aid management of this process, the researcher made margin notes to 
help keep track of salient material to be used in combination with later material.  Margin 
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notes were also used to help discover phenomenological themes within each individual 
depiction.   
Following the guidelines expressed by Moustakas (1990), the researcher shared 
the depictions with the participants to see if participants wanted to add, clarify, and felt 
comfortable with the portrayal of the depictions.  Participants provided either a postal 
address or an email address for contact as part of their consent form.  Each participant 
was contacted and the depictions were provided to them for consultation of the final 
product.  Participants provided a positive response to the explication of their interviews in 
the depictions and did not wish to change presentation of the individual depictions.  
Observing of personal bias was handled by taking notes of personal reactions after 
interviews and throughout the data collection process.  Triangulation was employed to 
assist in meeting this demand of critiquing personal bias and to enhance thematic 
investigation of the data.  Because the primary investigator also lives with chronic illness, 
triangulation with an able-bodied analyst was employed to support reduction of inherent 
bias.  Triangulation is generated through conferring with other parties to determine 
whether or not there is consensus of agreement about interpretation of the results (Miles 
& Huberman, 1994).  This creates more than one point of measure outside the primary 
researcher by involving another trained qualitative researcher as a source of triangulation.  
The peer review analyst employed for this investigation examined the composite themes 
and selection of exemplary portraits.  She provided feedback which endorsed the 
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composite themes found as well as the rationale for the selection of exemplary portraits.  
The full analysis process is provided below. 
Six Steps Employed by Heuristic Methodology 
Moustakas (1990) identifies six steps for heuristic methodology which include: 
initial engagement, immersion, incubation, illumination, explication, and creative 
synthesis.  Each of these six steps have been described in the following subsections.   
Initial engagement.  Initial engagement is the first step, which requires the 
identification of a personal passion to the researcher and bears meaning and relevance 
within a social context.  This experience of clarifying a personal passion is very 
important, because the heuristic approach demands a great deal of emotional time and 
energy of delving deeply and intimately into the phenomenon in question.  The research 
question must take on the role of an all engrossing quest to feed an unsatisfied, 
encompassing hunger to know and understand more about the phenomenon (Moustakas, 
1990).  
Immersion.  The second step is referred to as a process of immersion.  During 
this step the researcher is required to develop a strong relationship with the phenomenon 
by opening up to any and all channels through which one may learn more about the 
experience.  It means that the researcher keeps eyes and ears open to opportunities for the 
experience to naturally unfold.  There is a clearing away of preconceived ideas and 
assumptions about the experience so that information, which may have been dismissed or 
ignored, is allowed to be considered (Kierkegaard, 1965; Moustakas, 1990).  The 
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researcher approaches this task in a blank, uncensored manner, like an empty container 
which allows data to pour in from a variety of sources until it is completely inundated and 
filled to the brim (Moustakas, 1990).   
  There is such deep movement into the phenomenon that researchers “live it and 
grow in knowledge and understanding of it” (Moustakas, 1990, p. 28).  The researcher is 
expected to be observant to opportunities to delve more deeply into the phenomenon 
through professional venues, as well as through social and public places.  The researcher 
may take note of coming into contact with the experience in a variety of places in daily 
life, such as the supermarket, the park, and the movies, or through other venues, such as 
art, music, and media.  The researcher moves into a deep state of experiencing a sense of 
oneness with the phenomenon (Moustakas, 1990).   
The researcher may personify the phenomenon by considering important 
questions and putting these inquiries to the phenomenon and considering how it might 
answer.  The researcher considers if he or she could ask the phenomenon directly more 
about itself, how it expresses itself, what qualities it possesses, how it unfolds or grows, 
and what the answer might be in response.  During this step, the researcher may take 
notes by keeping a journal to keep track of ideas and developing understandings about the 
studied experience.  Phenomenological inquiry required immersion into the interviews, 
collaboration between participants and the primary researcher, and a search for 
summative themes which emerged over the course of the content analysis (Moustakas, 
1990).   
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Miles and Huberman (1994) reported that when the results demonstrate 
accordance among multiple perspectives, sources, and measures, then this lends support 
and credence to subsequent outcome conclusions.  In the present investigation, each 
transcript was examined multiple times and margin notes were made to help break down 
large material into smaller sections of meaningful units of texts (Giorgi, 1970).  Themes 
were generated from these meaningful units of text based on the corresponding words 
and phrasing that appeared to mirror reemerging ideas expressed across participants.  
When repetition of the data was fruitfully achieved, it was time to move to the third step 
in the heuristic process (Moustakas, 1990).    
Incubation.  Incubation is the third step and requires a period of rest and a 
quieting of the mind.  Typically this entails the researcher stepping away from the 
intensive examination of studying the phenomenon.  According to Moustakas (1990), 
through the step of incubation, the researcher “gives birth to a new understanding or 
perspective that reveals additional qualities of the phenomenon, or a vision of its unity” 
(p.29).      
This period of incubation time is characterized by distracting from the 
phenomenon, exploring other personal interests, taking some time for recreation and play, 
and allowing the mind to rest.  For example, when a student has been up all night reading, 
the person may start to develop eye strain and fatigue from reading.  Allowing some time 
and space away from the material can help the student absorb the information.  After a 
period of rest, the student can later return rejuvenated and ready to pursue the task once 
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again.  Often it is human nature that when we are not consciously thinking about 
something, the insight or understanding which has eluded us suddenly crystallizes and 
comes into focus (Moustakas, 1990).  This phase of the study was achieved while the 
primary researcher was on internship and distracted by several other projects.  Time was 
spent away from the dissertation creating a space for incubation.     
Illumination.  Illumination is the fourth step required in heuristic inquiry.  This is 
a renewed, invigorated interest in the phenomenon.  According to Moustakas (1990), the 
process of illumination “may be an awakening to new constituents of the experience, thus 
adding new dimensions of knowledge.  Or, the illumination may involve corrections of 
distorted understandings or disclosure of hidden meaning” (p. 29).  From tacit 
contemplation, themes pull together much like a figure that emerges into the foreground 
of a photograph.  The item of interest now appears crystallized with clear parameters and 
dimensions, and it is much more tangible and accessible to the researcher (Moustakas, 
1990).  Moustakas wrote, “Illumination opens the door to a new awareness, a 
modification of an old understanding, a synthesis of fragmented knowledge, or altogether 
new discovery of something that has been present for some time yet beyond immediate 
awareness” (p.30).  
Explication.  Explication is the fifth step involved in heuristic inquiry.  
Moustakas (1990) stated the following explanation about the process of explication: 
In explication a more complete apprehension of the key ingredients is discovered.  
Additional angles, textures, and features are articulated; refinements and 
corrections are made.  Ultimately a comprehensive depiction of the core or 
dominant themes are developed.  The researcher brings together discoveries of 
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meaning and organizes them into a comprehensive depiction of the essences of 
the experience.  The researcher explicates the major components of the 
phenomenon, in detail, and is now ready to put them together into a whole 
experience (p. 31). 
 
Explication aims to carve out and raise the phenomenon to a degree in which it is much 
more visible and accessible than how it appears under typical circumstances.  The 
researcher takes an experience which may be ignored or under-appreciated because of its 
commonness by most observers and shines a spotlight on the experience (Keen, 1975).   
The explication step required conducting an in depth examination of the data, and 
the researcher developed a thorough comprehension of the materials collected.  This 
process involved systematically searching for themes and underlying meanings.  During 
the explication, the primary researcher was responsible for examining each participant’s 
interview on a case by case basis.  The researcher developed individual depictions which 
adequately described and summarized each participant’s unique experience of the 
phenomenon.  The current investigation employed a phenomenological content analysis 
guided by a heuristic perspective which followed the guidelines set by Moustakas (1990).   
First, content analysis was employed to organize and identify emergent themes of 
experience which occurred within each individual’s data set to develop an individual 
depiction for each participant.  The primary researcher sought to identify the participants’ 
experiences by using direct quotes, analogies, notations made before and after the 
interviews, and examples provided by the participants.  The primary researcher focused 
on what participants reported were the most important features of living with chronic 
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illness and what they wished was better understood about this experience as a means of 
excavating the crux of this phenomenon (Moustakas, 1990). 
Participants were invited to examine the gathered summary of their own story to 
corroborate or correct information by elaborating in further detail should they desire to 
add more depth to the initial data (Moustakas, 1990).  The primary researcher was 
responsible for making necessary changes per recommendations and feedback provided 
by participants.  However, participants were satisfied and approved the primary 
researcher’s initial draft as an accurate summarization of their experiences.  No further 
exchange of drafts was needed (Moustakas, 1990).   
In order to generate the core themes, the primary researcher made several margin 
notes across the data sets.  These margin notes were organized and compiled into several 
different thematic categories of phenomenological experiences expressed by participants.  
These many different thematic categories were organized again into ten dominant core 
umbrella themes across the data sets.  These ten core dominant themes were designated as 
the core themes.  These ten core themes along with their thematic subcategories found 
across the data sets will be presented in the core themes section.   
A composite depiction was then developed in which the investigator examined all 
the interviews and sought to describe a global, overarching, and unifying experience of 
the phenomenon across the participants.  The composite depiction is a general summary 
that attempts to capture and express a sense of the bigger picture (Moustakas, 1990).  A 
composite depiction of all the participants’ experiences was organized to identify 
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emergent themes that spanned across all data sets.  Each interview was examined for 
themes, and then individual themes were organized into a composite of common themes 
spanning the collection of all gathered data.  Moustakas (1990) stated that a composite 
depiction is created “from the totality of individual depictions” (p. 50).  An examination 
of the themes emerging from the total group was conducted to determine consistent 
similarities and differences among the participants.   Moustakas further explained that a 
composite depiction “should be vivid, accurate, alive, and clear, and encompass the core 
qualities and themes inherent in the experience” (p. 52).  The primary researcher worked 
to identify the common themes which expressed the essence of the phenomenon under 
investigation across the group as a whole (Moustakas, 1990).   
Thirdly, two exemplary portraits were designated and reported, which vividly 
illustrated key features of the phenomenon under study.  These exemplary portraits were 
taken from transcripts of two interviews that appeared to capture the underlying essences 
of the phenomenon and provided a strong, classic example of the experience under 
investigation.  These exemplary selections undoubtedly stood out to the researcher as 
providing a story that was easily identified with by those who frequently encounter and 
experience the phenomenon (Moustakas, 1990).   
Creative synthesis.  Creative synthesis was the final step of the heuristic 
approach.  Moustakas (1990, p. 31-32) described the creative synthesis by stating that: 
The creative synthesis can only be achieved through tacit and intuitive powers.  
Once the researcher has mastered knowledge of the material that illuminates and 
explicates the question, the researcher is challenged to put the components and 
core themes into a creative synthesis.   
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This final step required the researcher to capture the essence of the phenomenon 
in some type of creative expression which pulled the underlying themes and meaning 
gleaned from long intensive study.  Any creative, expressive outlet may be used, and this 
is left up to the discretion of the researcher.  Investigators are only limited by the 
parameters of their imaginations.  The vehicle of artistic expression may be poetry, a 
painting, a drawing, a creative story, or photography.  What has been described in the 
exhaustive literary endeavor of a dissertation may now be expressed in another forum, 
such as the strength of a photograph, which captures what written words may be too 
clumsy to express (Moustakas, 1990).  The present researcher chose this route of using 
photographs in the creative synthesis.   
Heuristic endeavor.  As I have lived with chronic illness most of my life, I have 
spent time journaling about my various experiences over the years.  This journal which I 
have kept was utilized as additional data to inform my thoughts and feelings as I moved 
toward engaging in the tasks of collecting data and conducting analysis of my 
participants’ interviews.  My previous experiences helped guide my empathy, 
compassion, and quest for greater understanding about what it means to live with chronic 
illness and disability. 
When I engaged in the interviewing process, I wrote current journal entries in 
order to track my own reactions and reflections as I moved forward through the 
investigation.  I paid conscious attention to my own experiences of attending doctor’s 
appointments, obtaining medication from the pharmacy, as well as maintaining my daily 
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diet and exercise regimen.  Observations and personal reflections which emerged as I 
paid attention to these experiences was also tracked and documented through the use of 
journaling.  I remained emotionally and cognitively present to the full process of how the 
study evolved.  I developed a more enlightened and thoughtful awareness of the 
phenomenological questions being investigated by immersing myself in my own 
experience in order to capture and report the underlying essence of living with chronic 
illness (Moustakas, 1990). 
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CHAPTER IV 
 
RESULTS 
According to Moustakas, (1990), heuristic researchers are required to present 
findings utilizing four different methods, which include individual depictions, a 
composite depiction, exemplary depictions, and a creative synthesis.  These different 
methods were used to portray the underlying phenomenological properties of living with 
chronic illness and disability.  First, all eleven individual depictions will be presented to 
chronicle each individual participant’s story.  Secondly, the composite themes have been 
presented.  While not every participant demonstrated all ten composite themes, 
examination of the data sets uncovered two depictions which demonstrated all ten core 
composite themes and these themes were expressed in a dynamic and salient manner.  
Therefore, these two depictions were designated as exemplary.  The rationale utilized for 
this exemplary designation will be further explicated later in this chapter.  Finally, a 
creative synthesis has been presented utilizing the art of photography to portray the 
impactful experience of what it means to live with chronic illness and disability.   
Individual Depictions 
This section will present all eleven depictions.  The final two depictions were 
designated as exemplary portraits due to their demonstration of composite themes found.  
Individual depictions are summaries of the data sets and are required in heuristic analysis 
and presentation of results (Moustakas, 1990).  Patton (2002) reported that “The raw data 
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of interviews are the actual quotations spoken by interviewees.  Nothing can substitute 
for these data: the actual things said by real people.  That’s the prize sought by the 
qualitative inquirer” (p. 380).  Presenting the participants’ reported experiences in their 
own words helps preserve the data as clear and unadulterated (Moustakas, 1990).  
Therefore, the researcher integrated much of the original transcribed interview material 
into each of the individual depictions.   
Participants’ names were changed in order to increase confidentiality.  Some of 
the participants refer to a significant other by name in their individual depictions.  The 
primary researcher changed the names of the significant others as well to help increase 
de-identifying measures for the participants.  There is one depiction which mentions a 
nun who worked at a particular clinic several years ago.  However, because she was not a 
personal loved one linked to the participant, the primary researcher did not perceive this 
as identifying information about the participant.  Additionally, there is mention of a 
famous Rutgers tackle, and the primary researcher did not perceive this as identifying 
information either given that the player is a famous person.  Thus, presentation of the 
famous person did not appear to be identifying information about the participant.  Other 
than those two instances, however, when participants did name a personal loved one, the 
primary researcher did safe-guard by renaming the loved ones to increase confidentiality.   
“Jason” 
Jason has been diagnosed with several chronic illnesses.  He was born with a 
hearing impairment, which has become progressively worse over the course of his 
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lifetime.  However, because he is afflicted with many different ailments, he explained that 
he typically tries not to dwell on it unless he loses a lot of hearing all at once. 
 He had surgery on his 0-5-S-1 vertebrae for deteriorating discs in his lower spine 
and Jason explained there was also a stress fracture in the same area.  After two or three 
rounds of physical therapy and two rounds of epidural steroid injections in the spine, he 
had a spinal fusion at the age of 19.  A back brace was used to help relieve some of his 
pain.  A couple years later, he began having seizures. 
 Jason put off going to the doctor, because he stated that he did not want to hear 
about anything else being wrong with him.  However, he was forced to seek medical 
attention when he experienced a scary seizure which lasted five minutes.  His muscles 
contracted around the titanium in his spine, amplifying his pain. 
 Jason was under a lot of stress and experiencing multiple life changes.  He was 
kicked out of his house, had moved into a new apartment with his girlfriend and her 
mother at her mother’s home, and acquired a new job.  Unfortunately, Jason wound up in 
the hospital and lost his job.  His initial doctor told him his seizures were stress related, 
and she took him off his medicine and he returned to his new home: 
It’s basically a psychological seizure.  It’s kind of like a stress-induced seizure 
basically, at least my understanding of it.  But that doesn’t make me feel any 
better, because I don’t do much of anything as it is.  I don’t know what more to do 
to relieve my stress. 
 
 When his legs completely gave out on him, he was taken to the hospital again 
where they discovered an Arachnoid cyst on his brain.  He did physical therapy in the 
hospital, because he was suffering with an enormous amount of pain.  Jason started on 
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Lyrica and anticonvulsants which helped get him well enough so he could be discharged 
from the hospital.  He used crutches and did physical therapy, but his legs started 
deteriorating again, and so did his right hand.  He also developed headaches.  He 
explained that he was taking Keppra which seemed to work in helping to alleviate his 
symptoms.  However, he developed side effects in which he could be happy one minute 
and then markedly shift to preoccupying images of killing himself for no apparent reason 
the next minute.  He got off the Keppra and no longer had suicidal ideations.  He 
continued doing more physical therapy and some occupational therapy.  He was required 
to wear a special brace on his hand about twice a month, for approximately six to eight 
months, most typically following a seizure.  His legs progressively weakened despite the 
absence of seizures and this deterioration was identified as Gait Ataxia.  His weakness 
was most notable after he had been out in the heat or doing physical work. 
Jason is proactive about his health and has been researching a lot of his 
conditions.  He believes the cyst is partly responsible for his seizures, leg weakness, and 
headaches.  However, his physicians disagree with Jason and maintain that each of the 
diagnoses remain independent of one another.   
 Jason is currently on Medicaid.  He cannot work, because he never knows how 
great his pain will be each day, but he is trying to live as independently as possible.  He 
has a hard time standing, walking, or sitting for long periods of time without experiencing 
debilitating pain: 
I never know how bad my pain is going to be.  I can’t really stand or walk for a 
long period of time without hurting.  And then, sitting; if I sit for a while, like 
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even being here at group for an hour and a half sitting down the whole time, I am 
very stiff and everything when I get up.  And sometimes, if I’m not sitting the 
correct way on good seating, I can hurt as well.  Like it’s just really hard to find a 
job when you don’t know what to expect from your own body and you can’t even 
figure out what to ask for help with in terms of the combinations.   
 
 He wrestles with trying to accept his illnesses.  Some days he has little pain and 
can do almost anything until he picks up something heavy; but his condition varies 
greatly.  He stated:   
And then there are other days where I can barely get out of bed, either because of 
pain or weakness.  So, I am at that point in my life where I’m just trying to accept 
that, but finding it very difficult to do so. 
 
Jason copes with his illnesses by trying to take one day at a time and attempts to stay 
stress-free and not worry about the future.  He educates himself about his conditions and 
has a supportive fiancée.  He expressed a love for life.   
 Jason has had several neurologists.  One neurologist said he had Friedreich's 
Ataxia, which is a form of Muscular Dystrophy.  Another claimed he did not have it 
because Jason would already be using a wheelchair, but agreed to test for the condition 
anyway.  This development in particular scared Jason, because he feared losing function 
of his arms, and his speech would become slurred.  He feared losing his clarity of speech 
most of all, because should that happen, he believed people would assume he was 
mentally retarded or had a low IQ:   
I was scared.  I would think about the future and be like, “How am I going to do 
this, how I am I going to do that, if I’m wheelchair bound?”  Because, not only 
would I be wheelchair bound, but that particular diagnosis meant that I would lose 
function of my arms, my speech would start to become slurred, things of that 
nature.  That was really scary for me because I have always had it in my head that 
when the society looks at those with disabilities, if you’re in a wheelchair and you 
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can’t really move your arms and use your legs, basically as long as you can speak 
clearly, they connect your clarity of speech with, “We’re more like you.” 
 
It is hard for him to go out with crutches one day and then not need them the next.  
He is trying to overcome the fear of having people stare at him.  Jason has developed an 
elevated sense of self-awareness.  He is working on developing a protective attitude in 
which he stated that he thinks if others do not like the way he walks, then they do not 
have to look at him.  He described how he treats people the same with or without his 
crutches, but he fears they will not respond to him the same way: 
There’s a very high sense of self-awareness.  It’s like very much in the front of my 
mind that they are not going to treat me the same as if I didn’t have my crutches.  
Whereas, without my crutches I can smile and wave at somebody’s little kid and 
they are like, “Say hi.”  You know, it turns into, okay – like even the kids are just 
like, “What are those things from your arms?”  It changes things.   
 
 The hardest thing for Jason is the uncertainty of his condition.  The pain is very 
exhausting, emotionally and physically.  He explained:  
The inability to do half the stuff that I would want to do, that I know I would be 
doing right now if I didn’t have the issues.  You know, the inability, the 
inconsistency of it.  I would go with that: the inconsistency.  Not knowing from 
day to day how my body is going to react, how much pain I’m going to be in.  
And the pain is very, very tiresome.  It wears you out, like a lot.  There are days 
when I just, straight up, break down.  And all I can do is lay in bed and cry, and 
cry myself to sleep just because I am so exhausted, because it takes ten times 
more energy to do anything that it would if I could just get up and do it.   
 
 He feels fortunate that he has such a good support system, especially when most 
of his support comes from able-bodied people who may not fully understand his 
experiences.  He does not know anyone who has the same diagnoses.  However, he 
recently met and is developing a friendship with someone who has chronic back 
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problems and just had a spinal fusion.  Jason became somber as he described feelings of 
isolation:   
But it’s very isolating because I have so many different medical things that just 
are constant and they are happening at the same time.  It’s very isolating, like 
talking to my mom, because she doesn’t completely understand why I can’t just 
get through it and get up and go to work.  It feels lonesome because I don’t feel 
like anything I say could describe some of the days that I have.  Until you spend a 
day in my shoes, it’s too hard to grasp.  I can spend an hour explaining to her why 
I don’t want to get out of bed, and why I would love to help her, but I can’t, and I 
don’t think she would ever fully understand it.  
 
 Jason does not want to be a burden on anyone, and he is very sensitive to what 
people may think of him.  For example, Jason would struggle when he was unable to do 
something for his fiancée because he was in pain:  
I finally had to talk to her [Jason’s fiancée] about a comment that she would make 
all the time.  She didn’t know it hurt me until I finally told her.  But I would tell 
her that I didn’t want to do something, or I would tell her that I was tired, and I 
would tell her it was because I’m hurting.  She would tell me, “You are always 
hurting.”  And that would hurt because it’s like, I know.  It would bring back those 
feelings of really wishing things were different.  I hate when I can’t do things 
because I’m hurting, especially if it has to do with doing things for her, taking 
care of her.  So, when she would say that, it was like not really that she was 
throwing it in my face, but that it would bring it up-- so that I would throw it in 
my own face.   
 
Much of his identity surrounds being a helper to others, and so it is hard for him to 
ask help from someone.  He stated that he is working on these issues within himself right 
now: 
Before I say the words that I am hurting, I try to find a way to push myself in my 
head.  I’m working and debating with myself, and trying to encourage myself, and 
compromising with myself, and battling with myself, to push myself as far as I 
can, and, at the same time, trying to remember that I have limits, and that I need to 
keep setting those limits so that I don’t further hurt myself. 
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 He did not want to quit school when he was merely two trimesters away from his 
Associate's degree, but struggled with uncertainty:    
I wanted to just push through it and get it done so I could say that I did it.  I knew 
that I would be proud of myself once I did it. But I didn’t trust myself to be able to 
do that without breaking down, without hurting myself even more with the stress. 
 
Loved ones told Jason that he had to take care of his health before doing anything else, 
because school would always be there, but if he pushed himself now, he might not be 
there later.  Since he is no longer in school and not working, he tries to push himself to 
clean house, so he will point to something he accomplished that day.  He does not want to 
be lazy and fears others will assign that stigmatizing label to him.  He expressed: 
To be lazy is to not work; to not go to school; to not even manage the chores 
around the house; to just be laying around all day; not being very productive, 
whether it be for yourself or your household or society.  And I just feel like 
sometimes I’m the epitome of lazy.  I have health problems and everything.  
However, I try not to use that as an excuse.  I feel like I use that as an excuse.  
“Why didn’t you do anything today?”  Oh, because this hurts – I just feel like I 
should be able to push past that.  I guess I don’t give myself enough credit. 
 
Jason stated that he is beginning to realize other people perceive him differently than he 
sees himself.  He may struggle to get the dishes done and feels he should have done 
more, but he is finding out that some admire him for doing the things he does.  This 
revelation is giving him hope:   
Everybody has to do the dishes at some point in their life.  But that is all that I did 
today.  People have to do this every day while going to work or going to school or 
doing both.  So, to me, it seems like a drudge, not an amazing feat at all.  Like it 
doesn’t matter that it took me 30 minutes to get to the sink because my legs are 
soft, and it doesn’t matter that I was ready to cry from the pain by the end of it.  
All I can see is that’s all I did today.   
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On the other hand, this encouragement can be a double-edged sword as Jason identified 
another emotional pressure he encounters.  He feels that others push him to be this 
inspiring individual who overcame all his obstacles and is now on top of the world.  
Sometimes he wants to be an inspiration for others as well, but it can be difficult living 
up to an ideal. 
Jason thinks about how others appear more comfortable when interacting with 
him when his physical symptoms appear to be improved.  He reflected on how it may 
appear to others as though he has overcome his chronic illness until he has another flare- 
up of symptoms and he is set back again.  He explained that very well-meaning people 
will tell him they are happy to see him feeling better and that he looks great now.  In 
these moments, he experiences uncomfortable feelings of pressure by wondering how 
long these positive affirmations will last when it seems contingent upon his physical 
wellness holding out and he cannot trust his body to stay well indefinitely.  He wonders if 
others accepted him when he was previously more visibly ill and will he still be 
acceptable when his symptoms reemerge again.  Is he acceptable as a sick person?  Is it 
okay to identify as a sick person or must it be a temporary identity in which there is 
pressure to overcome his illness and get back to identifying as healthy or healthier?  He 
wonders if ‘overcoming illness’ is code for getting healthier or does ‘overcoming illness’ 
really mean learning to form acceptance with identifying as a sick person?  He reflected 
on the moment when his body gives out on him again and he wonders if he has failed at 
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overcoming his disability by saying, “Does that mean you’ve failed?  Or does it mean 
that you just have to do it all over again?  I haven’t figured that part out yet.” 
 With his close friends, his disabilities have become a part of his identity.  He 
copes a lot with the use of humor and he frequently jokes about his condition with his 
loved ones.  He stated that his coping strategy of humor is how he “survives.”  For 
example, his fiancée gave him the nickname “Monkey Man” because of the creative way 
he manages to hoist himself up into her truck.  Together, they keep things light-hearted to 
cope with the seriousness of the situation.  He explained:   
When I was on my crutches for four months, I ended up getting the nickname 
“Monkey Man” from my fiancée because she has a truck and, at the time, my legs 
would be really, really weak, so I couldn’t just step up into the truck.  So I would 
grab the handle, and I would grab the door, and I would push, and swing myself 
into the truck, and sit my butt down and my legs would just be in the right spot.  
So she called me “Monkey Man.”  
 
When strangers or acquaintances ask about his situation, he is open to disclosing as much 
or as little as others care to listen.  However, he pushes himself to walk without crutches 
if possible, to reduce the visibility of his disability. 
 He has a love of martial arts, and he sometimes imagines scenarios in his mind of 
how to defend himself and his fiancée with or without his crutches, and then he laughs at 
himself for entertaining these fantasies.  Sometimes he seems to have a lot of energy and 
seems confident in his abilities and he is working on trying to not care what people think:   
If I can manage to go without my crutches, even if it means I walk a little funny, 
I’ll push myself to go without my crutches.  It’s not as noticeable, not as obvious, 
unless you are really paying attention to me.  In my mind, people in society see 
disabilities in levels.  It’s like the more or the bigger the equipment you have to 
help you get around, the worse your disability is.  So, a limp versus crutches can 
192 
 
mean a matter of people just kind of being like, you know, slightly looking at you 
funny to, you know, staring at you, or something.  So, it kind of depends. 
 
Presently, Jason is part of a youth LGBT support group and stated that he 
identifies as a transgender female-to-male heterosexual man.  He illustrated his fears 
about visibly displaying his disability by discussing how much easier it is to out himself 
about his gender identity than to out himself about his disability.  He stated that he will 
avoid attending his LGBT support group on the days he is forced to use his crutches.  
However, he explained that very recently he is beginning to learn that members of the 
group do not judge him because of what is attached to his arms, or the way he walks.  
Slowly, he is building safety within the LGBT community to open up about his disability 
identity, but he maintains it is easier to be open about his transgender identity with others 
than his disabled identity:  
I have come up here a couple of times this year with my crutches, and there is 
always that – um – leery feeling when I walk in the door, or the moment my 
friends come up to me and they say, “Hey, what’s up?”  And they start giving me 
hugs and treating me the same, I realize it doesn’t matter.  So I just use that as 
more evidence the next time…You’re just like them, plus you’re different in 
another way.  All they see is you’re kind of an outcast in society, too, so you’re 
one of us.   
 
He stated that his disability has its own challenges and rewards.  Jason concluded by 
expressing that he feels his disability makes him who he is.     
“Mark” 
 Mark was diagnosed with Crohn's Disease.  According to Mark, most people with 
this disease exhibit a lot of symptoms and go to several doctors before they are diagnosed 
with it.  In his case, Mark initially became violently ill at work and had to go home: 
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I went back to the apartment, laid down for about an hour, or an hour and a half, 
until it got to the point the thing was just so unbearable.  I physically could not 
stand.  It was miserable.  I was crying because I couldn’t – I mean I was in so 
much pain there was nothing else I could do.  They [Mark’s parents] called HR 
(human resources) where I was working, and HR sent somebody back to my 
apartment just to see what was going on.  He took one – He walked in the door of 
the apartment and looked at me and in just about five seconds he said, “I am 
calling an ambulance.” Most people aren’t diagnosed through a traumatic event 
like that.  It’s usually a series of going to doctors. 
 
 The hospital admitted him, but the doctors could not initially figure out what was 
wrong with him.  His temperature spiked from 97 degrees to 104 in five hours.  The 
doctor told him they needed to do an arthroscopic surgery on him in order to formulate a 
diagnosis.  The doctor then asked Mark what he wanted him to do if he found something.  
Mark answered, “If you're in there already and I'm out, don't worry about waking me up 
to ask what to do and then putting me out again.  Just fix it.”  When he woke up from his 
surgery, he was heavily medicated with high doses of morphine, about which he stated, 
“Whenever I had an injection of it [Morphine], it just burns.  It burns in my veins.”  
Morphine caused him high levels of confusion and cognitive disruption in which he 
struggled to remember things when he is on it.  While Mark hates being on morphine, he  
is allergic to Demerol, and, therefore, the medical staff routinely gives him morphine for 
pain:  
After anesthesia, you’re not really quite sure what's going on for several hours.  It 
turned out that I was on heavy doses of Morphine at the time, too, which I didn’t 
know when I was waking up.  That messes with your head good.  You feel like 
you’re having coherent thoughts.  You feel like, “Oh, yeah, I’m going to 
remember all of this.  This is very clear in the moment.”  But 20 minutes later, 
you’re like, “What did I do?”  I was kind of in this semi-fuzzy, groggy, “What’s 
going on?”   
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He was diagnosed with Crohn's Disease at the time.  However, because of the confusion 
and disorientation induced by his pain medication, he repeatedly asked what had 
happened to him and kept forgetting that they had already explained to him his diagnosis.  
The Crohn’s Disease caused so much inflammation that his small intestine 
completely swelled shut, which caused the initial pain – a bowel obstruction.  
Consequently, his physician removed a foot of his small intestine.  The inflammation was 
so great that it continued to swell, causing the outer wall of the small intestine to rupture.  
He was going into sepsis, which caused the rise in his temperature.  When doctors studied 
the tissue that was removed, they realized that Mark had Crohn's Disease.  Mark 
struggled with rehabilitation, because he was in a lot of pain.  Mark was informed that 
typically surgeons cut crosswise, so that the incision goes through the muscle tissue, and 
it heals better.  However, Mark’s incision was a vertical cut—six inches through his 
abdominal wall.  He couldn't stand up straight for four or five weeks.  He was off work 
for six to eight weeks and was on lifting restrictions.  He continued to go through a lot of 
testing to find out how widespread the disease was including lots of imaging of his 
digestive tract.  He had several “barium traces” and stated that the barium felt like he had 
“swallowed a rock.”  Mark experienced high levels of stress initially because of the 
ambiguity of his situation:   
They [battery of tests] were pretty stressful.  It was basically the fear of the 
unknown more than anything else.  There is also scar tissue built up from the 
original surgery which could eventually get to the point where it’s a problem.  I 
might have to have more surgery in the future.  It’s an unknown.  So I kind of live 
under that cloud a little bit.  It’s just kind of there.  I know it’s a factor, and I know 
some day it might happen.  But I also know that someday it might not happen.  I 
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know that it’s a possibility.  I live with that possibility, But, it doesn’t really bother 
me.  I guess I just kind of take an attitude that you’ve just got to do it. 
 
 He has undergone multiple colonoscopies, at an unusually young age.  He stated 
that the test itself is not bad, but he feels very miserable for the 24 hours prior to the test.  
However, Mark continued to demonstrate a persevering attitude.  Most of his 
colonoscopies followed his hospitalizations.  Mark explained that his anastomosis site 
must also be checked, which is at the interface of his large and small intestines.  
Chuckling, he joked, “I play the whole ‘pity me’ thing for a couple of days; but it is more 
in jest than anything else.”  He further explained that his colonoscopies are difficult but 
rationalizes it could be worse by stating, “It isn’t fun, but it's better than being in the 
hospital.” 
 He may need more surgery in the future, but stated he tries not to let it bother him.  
According to Mark, if the disease recurs, it is typically at the site from which it was 
originally removed.  There is also the possibility of scar tissue forming at the site, and 
doctors may need to clean it out.  Reflecting on the uncertainty that Mark may need more 
surgery, he stated that, “If I do have to have surgery again, I know what it’s going to be.  I 
know it’s not going to be fun.  I also know that, after you get past the first few weeks, life 
goes on.”   
 Recently, a new doctor told Mark he was in remission.  Mark reported that his last 
few hospitalizations were not actually caused by the disease itself but by scar tissue 
inflammation, which elicited the same symptoms.  When his anastomosis site gets 
inflamed, it creates a bowel obstruction, and he goes to the ER in excruciating pain.  The 
196 
 
last couple of times they put a nasogastric tube down him for a couple of days to get 
everything back out.  Mark stated that it is extremely unpleasant, but it does help him a 
lot.  Mark described frustration with his dietary restrictions by stating, “But then they 
always want to start me on Jell-O and stuff like that.  I’m like, “Forget the Jell-O; where’s 
my pizza?”  
 Whenever Mark gets a stomach ache, he wonders if it is just the flu or if it is his 
Crohn’s Disease acting up again.  Mark expressed frustration by being slowed down by 
his disease: 
The biggest cloud feeling for me is like any time I get a little bit of a stomach 
ache, or something like that, it’s kind of like , “Is this the regular flu, or is this 
something bigger?”  It’s almost exasperation anymore.  It’s like, “I don’t have 
time to spend three days in the hospital right now.  Come on!  This better be 
something minor.”  Is this 12 hours of having the flu? Is this three days in the 
hospital?  Is this the big one?”  You don’t really know.  When it starts, during the 
first two or three hours you never really know what path you’re going to take.  Is 
this going to be the bad one?  Is this going to be nothing?  There is a lot of 
uncertainty.  For the most part, on a day-to-day basis, I don’t really have that 
cloud view.  I kind of know it’s there, but it’s clear in the back of my mind.  It 
doesn’t really interact with my day much.  But, when I start feeling those 
symptoms, I do kind of wonder, “What’s going on here?” 
 
 Following a hospitalization or one of these procedures, Mark’s system is cleaned 
out, so he cannot eat solid food for a while, but he is hungry, and he misses the enjoyment 
of regular eating habits.   After his first surgery, he described a negative experience he 
had with a healthcare professional.  One of the nurses came in with a chocolate cake and 
offered it to everyone, including his mom, who was with him at the time.  Mark was just 
coming down off of his morphine, and he was in pain and hungry, but he could not eat, 
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and so her actions upset him.  He was angry about the lack of sensitivity of others 
discussing chocolate cake over his bed when he was under strict food restrictions. 
 Mark described feeling helpless when he is in the hospital.  He is constrained, 
bored, tired, in pain, and hungry, and he does not appreciate it when the nurses come in 
and talk about things that are going on in their personal lives.  For Mark, it becomes 
about the nurse, rather than the patient.  However, Mark also gave credit to other nurses 
who do exercise sensitivity by asking if there is anything he might want or need:   
It’s helplessness. You are lying in bed and, granted, you are being taken care of by 
very competent people and very caring people.  But there is a very stark contrast 
between you and them at that point.  Because you are sitting there and you’re 
constrained.  You might be bored.  You might be tired.  You might be in pain.  You 
might be hungry.  You might be all of those things.  And they are going on about 
their normal life, you know.  And the good nurses are very understanding of that.  
They don’t say anything.  They don’t come in and say, “Oh, I’m feeling so sorry 
for you,” and give you a little pat on the head like a little lost puppy dog.  But they 
are sensitive when they come in the room.  When they come in and they are 
dealing with a patient and being nice and asking if there is anything that you want 
or that you need, or anything like that, it’s a very good experience.  Where others 
just come in and they are talking about how their car had a flat, and whatever 
happened in their personal life that is bothering them.  When you have an 
experience like that, it really colors the relationship, because I know, when you 
are in the room with me, it’s not about me, it’s about you.  You are the one that is 
having your normal life, and I am laying here in a hospital bed.  It’s a big 
sensitivity thing…When you’re in the hospital bed, you feel lousy.  You feel 
isolated.  You don’t have any power because you’re told to just sit there.  “If you 
need to go to the bathroom, call a nurse.”  You can’t eat anything.  For anybody, I 
think that would be kind of emasculating. 
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Mark’s personal power shifts based on his hospitalizations.  He regains his sense 
of power by being able to return to a sense of normalcy.  He likes to know what is coming 
each day. When he is in the hospital, he is unable to predict or control his days: 
Then you just kind of start branching back into normal life and go on about the 
routine.  Then that’s your power swing and you’re up there.  Then you get one that 
puts you back in the hospital again.  For me, that’s how it ebbs and flows.  For me, 
it’s all tied around the hospitalization.  When I’m in the hospital, I’m down; when 
I’m not in the hospital, I feel fine.  I am a creature of habit.  I like to be in a 
routine.  I like to know two or three days out what’s coming at me.  I might not 
need to know things minute-by-minute, but I want to know, okay, tomorrow I’m 
going to work on this project; the day after that, I’m going to work on the next 
project; this weekend, I’ve got these five things to do in the house.  I like having 
that sense of, “Here’s what’s coming.”  And I mark my achievements.  In the 
hospital, it’s just everything is uncertain.  You don’t know how long it’s going to 
be until they take your tube out.  You don’t know how long it’s going to be until 
they take the IV out.  You don’t know how long it’s going to be until they take you 
off the meds.  You don’t know long you’re going to be in there.  You don’t know if 
you’re going to get a good night’s sleep, or if you’re going to be poked and 
prodded by nurses all night long…It varies.  It’s not like fear, or anything like 
that; but, there is a little of despondency.  It’s just like, “Oh, man; I’m here again.  
I’m bored.  I don’t know what’s going on.”  That’s kind of one end of it.  And, on 
the other end, there is just the whole, “I just got to sleep; it’s 2:00 o’clock in the 
morning,” and they decide they need to take my blood pressure.  So, it’s an 
irritation at that point in time.  It’s one uncertainty after another. 
 
Initially, Mark asked questions, such as, ‘Why me?  Why now?’  However, Mark 
realized that his day-to-day interactions with friends had not changed, he got free of his 
pain, and he saw no reason to continue being frustrated.  He believed that he would never 
get an answer to those questions, so he let it go.  He liked being around good friends and 
getting back into a routine.  He perceived that his condition could be worse by believing 
“it wasn't like having cancer and being given six months to live.”  Mark decided that his 
disease was “not this huge, awful thing.” 
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Mark copes with his disease with his sense of humor, sources of social support, 
and a persevering spirit:  
I can’t really remember what life was like before it.  It’s what it is.  Just over time, 
I don’t know that there was really anything in particular that I did.  I think it went 
back to the support network that I had in college.  So I got a lot of cards and a lot 
of support, and a lot of emails, phone calls, and all that sort of thing.  It helped me 
realize right off that these people aren’t going to let their image of me change as a 
result of this.  They were able to demonstrate that, I think that kind of gradually, 
over time, I came to that realization that this is part of my life now.  I made that 
choice, and I’ve lived with it, and have been satisfied with the choice I made.  It’s 
who I am, I guess.  If you can't smile in the face of adversity, then you're heading 
in the wrong direction. 
 
Mark also discussed that he had a laptop from work with him during his last 
hospitalization, which helped him cope.  Despite the fact that he still had a tube down his 
throat and he remained hungry, he was able to keep his mind active. 
 Mark explained that some people with this disease cannot eat anything but protein 
shakes because their digestive tract is so affected.  He considers himself very fortunate, 
because he has a fair amount of flexibility in his diet with the exception of poultry.  Mark 
was hospitalized after eating Thanksgiving dinner.  Sometime later he got sick after 
eating a chicken meal.  At that time, his doctor decided there was a pattern in which the 
common denominator was poultry and warned Mark to avoid poultry in the future.  
Luckily, Mark is not particularly fond of chicken, and so it is not a big loss for him.  
Originally, Mark was also on the lowest dose of medication for maintenance, but since he 
has been in remission, he is not on any medication.  The only special thing he does for 
treatment compliance is staying away from chicken. 
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 The hardest thing for Mark is the uncertainty of the illness.  If he has to go to the 
hospital, he ruminates over how long will it be, will he have to give up anything else, and 
will his wife be able to manage the kids if he is gone for an extended period of time? 
Mark explained that he does feel isolated when he is in the hospital.  He stated feeling 
that nobody understands what he is going through, what his pain is like, or what it is like 
to have a tube down your throat for three days, or to have your gut sliced open.  He 
described that when he gets back to the ability of having his pizza, then he feels he can 
move forward again.  He has never done support groups and only recently he met 
someone else with Crohn's Disease.  He does not know her very well, but stated that it 
was nice to know that somebody else is going through the same experiences he is going 
through.  Despite his feelings that others do not truly understand his experiences with his 
illness, he maintains that his family and friends are good support to him. 
 He does not let Crohn's Disease define him.  Because Mark’s illness is virtually an 
invisible disease, some people know Mark has Crohn’s while others are unaware of his 
condition.  Mark is open to telling people who are counting on him, so they will know the 
risk.  He always makes sure his boss knows, because there is a risk that he might need to 
go to the hospital for three or four days.  Mark further stated that his boss is the only  
person he has intentionally informed about his condition.  Mark explained his ability to 
persevere by reflecting on the worst possible situation for himself:  
If I'm going to have something, I'll choose to have this.  For me, I know the worst 
case scenario is that I am going to be in intense pain for a few hours, and they are 
either going to put a tube down my throat, they are going to give me drugs, or I 
am going to have surgery.   
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He explained that none of these courses of treatment are pleasant, but they no longer 
frighten him.  However he does not like “being out of the game” unable to go about his 
typical routine.  He cannot understand people who feel sorry for themselves because 
something is wrong.  Mark maintains it is a waste of energy. 
“Martha” 
 
 Martha has had juvenile diabetes for over 55 years.  She was diagnosed with it 
when she was 2 ½ years-old.  Her mother and grandmother took her to a specialty clinic 
and she was put on insulin immediately.  At the time, there was only one kind of insulin 
and her mother was designated as the person who would administer Martha’s shots.  
Martha explained that because she grew up receiving shots, she did not know life could 
be experienced any differently.  She began administering her own shots right before she 
started kindergarten: 
I’ve had it all my life.  I don’t know anything differently.  I live with it.  I haven’t 
had to cope with any changes because I’ve had it all the time.  I know what shots 
are.  I know what wearing shoes is about.  I’ve done what my mother told me to 
do.  That’s how I cope.  Taking a shot is just like taking a shower.   Every day I do 
it.  Coping?  It’s just been around all the time.  It’s part of me.   
 
 Martha has experienced many medical and life transitions, but believes that things 
have turned out alright for her.  Today both short-acting and long-lasting insulin is 
available.  She explained that she always had to watch her diet and her activity level, and 
she has her blood tested frequently: 
I used to take one shot in the morning in the glass syringe.  My mother gave it to 
me.  And that was supposed to last me the whole day.  It took a while to figure out 
how many units we need.  I was only two and a half years old.  So, I’m glad I 
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don’t remember that.  But it has been so many different things, and I have just had 
to adjust to them. 
 
 Martha had surgery on her eyes, so she no longer requires glasses to correct her 
vision except when she reads.  She feels that she is in control of her diabetes, and 
described feeling a sense of gratitude for this sense of control.  She elaborated on this 
idea by discussing how some individuals adhere to the doctor’s orders, but yet the 
diabetes still remains uncontrolled.  Thus, Martha feels fortunate that she is able to handle 
her experience with juvenile diabetes:  
Sometimes I feel almost normal.  I know I have diabetes, but it’s nothing that 
debilitates me.  I thank God every day that it’s controlled.  I can function.  Yeah, 
and I do have control.  Some people don’t. Some people they do everything by the 
book, and their diabetes is still not controlled.  I have just been able to handle it.  
A lot of people have cramps and leg pain.  I don’t have any of those (knocked on 
wood).  
 
She stated that she does not really know what a “normal” diabetic is, but she 
knows that she exceeds the bounds of what is typical for her condition.  She knows she 
does well with her eating and activity level.  She rationalizes how she uses her insulin.  
She tests her blood at least four times a day, and sometimes up to seven.  She will eat ice 
cream and then take two more units of insulin.  She has had to adjust to a lot of changes, 
but things are a lot easier for her now, “Being poked more than normal isn’t fun.  It’s not 
better; it’s safer.  It’s just safer to be a diabetic now.” 
Martha stated that her eyesight is quite good for having had diabetes for so many 
years.  She also explained that her circulation is excellent.  She tends to wear her shoes 
for unusually long periods of time before replacing them.  However, there was an 
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occasion in which she did wear out a pair and held onto them too long, and the shoes 
stretched.  She explained that she developed sores after walking too long, and the sores 
turned into ulcers, which is a common diabetic problem.  She described a lengthy healing 
time after this experience.  While she was waiting for the ulcers to heal, she had to wear a 
cast on her foot, and was unable to wear shoes.  She was very frustrated, because she was 
not like everyone else.  While this is a common experience for diabetics, it had never 
happened to Martha before, and she felt like she no longer had control.  However, she 
stated that she was determined to persevere and get better.  Martha identified this struggle 
as her first very scary experience that happened to her since receiving her diagnosis of 
diabetes.  Martha’s doctor informed her exactly what to do to get rid of the ulcers, and 
she was very compliant about following the instructions: 
I wanted to get it over with.  I wanted to wear shoes again.  I had this stupid cast 
that I had to wear and everything.  I wasn’t used to not being just like everybody 
else.  It was really hard.  I couldn’t wear shoes.  It took so long to heal, and that’s 
normal for diabetics.  I am used to being like everybody else, in control as much.  
And I didn’t have the control.  I did not.  I wasn’t depressed.  I was bound and 
determined that I was going to get better.  It took longer than normal people.  I 
was just bound and determined that, if I did exactly what they said to do – but it 
worked.  So, I didn’t do anything different.  I just followed the book exactly.  I 
followed exactly what he told me to do. 
 
Currently Martha does feel like she is losing some control, and it is very 
frightening for her.  She struggles with a lot of uncertainty:   
It’s the first time that I have realized -- I have never felt like it in the 50 some 
years that I have had it.  I don’t have total control.  Yeah, it’s scary.  You are just 
more careful.  I do more checks.  I don’t know what’s going to happen.  The 
unknown; you don’t know what’s going to happen. You don’t know when you’re 
not going to know.  You don’t know when it’s going to be that you don’t have the 
control.  All the questions that you’re going to have.  What am I going to have?   
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Martha’s biggest fear is that she will pass on her diabetes to her kids and 
grandkids.  She does not know if they would experience the disease as well and with the 
ease that she has experienced it.  Her grandson was checked for it when he was born.  So 
far, she has been the only one in her family who has received the diagnosis, but she 
remains fearful about the possibility that she might pass it on to someone.  She also does 
worry about losing her eye-sight:   
It’s scary that I know that I could go blind.  It’s scary that I know I could lose my 
legs.  But that could happen to anybody.  I stay as well as I can, and use all the 
information that I have.  I do not know that many people who are diabetics.  I 
have had it so long, and I have had to do adjustments that they don’t.    
 
In reflecting on these issues, Martha described how she stays as well as possible and uses 
all the information she has to help improve her situation.   
Martha stated that her blood pressure and blood sugar were good during her two 
pregnancies, and the kids were born healthy.  Treatment compliance including diet and 
exercise are priorities for her.  She has to have meat, a vegetable, and a potato with each 
meal.  There are different kinds of insulin today, and according to Martha, she may stray 
from her diet occasionally.  Because Martha is a nurse, she recognizes the importance of 
treatment adherence and so she works very hard at following her regimen: 
I know eating and activity and all that, plus, if you take a couple more units of 
insulin, then it works out.  I learned how to make it work, so it doesn’t make me 
worse.  For some diabetics, I think maybe that’s the problem: that they don’t 
know.  Being a nurse REALLY helped.  And with the new insulin and everything, 
if I want a piece of cheesecake, I don’t eat the potato, and then I take a unit or two 
more of insulin, and it’s okay. 
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 Martha has had a lot of struggles with low blood sugar and states that she is very 
unique.  Her doctor likes her blood sugar to be between 250 and 280, because it can drop 
very fast.  She described how the EMTs may be trying to get her to eat something, but she 
will insist that she is not hungry.  Martha explained that her blood pressure will be in the 
20s, will sound lucid when her blood sugar is so low, and that she should lose 
consciousness.  While she described the lengths she must take to self-monitor, she 
simultaneously emphasized how she has done this self-monitoring her entire life.  It is 
part of who she is.  Martha has accepted her condition and has learned to live with it and 
keep control of it, “It’s not fun.  But, I accepted it.  If I keep going the way I am, it should 
be good until the end.” 
 When further asked how she copes with these experiences, Martha stated that she 
feels she does not cope with it, simply because she has had it all her life.  Martha does not 
know many diabetics and she does not belong to a support group.  Since she had it for so 
long, she figures that she has not had to make adjustments that other diabetics have had to 
do.  She believes that she cannot help other diabetics, because there is such a range in 
diabetic experiences.  She feels her support group has been her mother and the nurses and 
sisters at her clinic.  She especially remembers Sister Clara with fondness; after meeting 
her, Martha was inspired by her example and wanted to become a nun: 
It’s hard for me to go into a group and [they say], “How can you help us with our 
diabetes?”  I can’t help them, because they can’t do the things I do.  They can’t do 
that.  If they say they’re a diabetic, they are usually a Type II.  And that’s totally 
different.  My support group has been my mother.  The clinic, the nurses and the 
sisters up there.  Sister Clara, I was really little, when I went up there.  That was 
my support and she was very, very positive: “You’ll get used to it.”  It was given 
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to me that I was going to make it.  She really affected me.  She was SO nice and 
SO loving.  And, “It’s going to be okay.  It’s going to be okay.  I know it hurts,” 
when I would get the shots.  “I know it hurts.”  She was funny.  She was a real 
young nun.  It was like she just started being a nun.  I think she was really young.  
You didn’t have to really worry, because she was always there to brighten you up.  
You didn’t have to worry about your next test or anything.  She was very helpful.   
 While she was adamant about stating she does not try to hide her condition, she 
also stated that she does not talk about it: 
I wear my Medic-Alert bracelet.  That tells people.  I don’t hide it, but I don’t tell 
people.  If they are with me long enough, they know about it.  I don’t tell people.  
I have never ever thought that it was important.  I have never gone into a room 
and said, “”Watch out, I’m a diabetic.”  90% of the places that I go, there is 
always somebody that knows me.  I just carry tons of candy in my pocket.  I don’t 
really hide it, but I don’t tell anybody.     
 
 Martha did say that she feels her sense of personal power is weakening.  She 
realizes that she is not in control of everything.  She is coming to grips with having more 
struggles with her circulation and her eyes.  She explained that it is scary for her, but she 
feels that if she maintains what she has been doing—with her diet, exercise, and insulin—
she will be alright.  Presently she is active all the time.  However, she recognizes that it 
might be a problem in the future if her activity level is cut.   
 Martha described that she has a sense of inner trust.  According to Martha, her 
doctor told her, “You have your inner trust.  You let me know who you are.”  Martha 
listens to her body and trusts in what she hears.  She also explained that her doctor self-
disclosed being a fellow diabetic, and this self-disclosure gave Martha a sense of 
increased trust in her physician.  
 Martha stated that she enjoyed the interview.  She found it very helpful to talk 
about a lot of her issues.  In fact, according to Martha, the interview experience helped 
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her to decide to give a presentation at an upcoming religious retreat.  She had wanted to 
do it, but was afraid and reluctant to attend, because her diabetes was acting up.  After 
doing the interview, she decided she was using her condition as an excuse and felt more 
empowered to go ahead and give the presentation.  She stated that she had regained her 
self-confidence as a result of exploring these issues: 
I’m glad that you [primary researcher] did this [interview].  It has helped me.  I’m 
supposed to be on a spiritual retreat this weekend.  I’m going to do a talk.  And I 
am going between, oh, do I really want to do it?  My diabetes is sort of acting up.  
It’s just an excuse.  I can do it.  You gave me confidence.  I feel that I can do 
something.  Yeah, I can do something.  I’m going to go to this retreat! 
 
“Mickey” 
 Mickey was diagnosed at birth with Alegilles Syndrome, a rare disease which 
affects the circulatory system, the lungs, the liver, the kidney, and the brain.  There are 
certain common features of the disease.  For example, the bone structure of people living 
with Alegilles Syndrome tends to be a little elongated, and many of them have a pointer 
face.  His brother was diagnosed with Alegilles Syndrome at birth, too, but he had a 
minor surgery on his heart, and he has not had any complications since then.  However, 
Mickey was born with a defective liver in which the bile was actually destroying it.  He 
had a liver transplant when he was six and spent three months in the hospital.  One of the 
medications he took at the time of the liver transplant caused side effects, which damaged 
his kidneys.  Subsequently, Mickey became a kidney transplant recipient when he was 16.  
Mickey did not have to pay for the medication, because it was under research at the time.   
It is an anti-rejection drug, and it is now a certified prescribed drug called Prograf, and he 
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is back on it.  He stated that he also had a side effect of acne, but the main problem was 
the failing kidneys.  He was down to 20% kidney function before the kidney transplant.  
He described feeling very fortunate that he received the call for the transplant before he 
had to begin dialysis.  When he goes to the dentist, he has to take an antibacterial drug to 
decrease his chance of contracting a virus, because he is more susceptible to viruses due 
to his transplants. 
Mickey was adamant in stating that he does not think about his two transplants or 
the follow-up care post transplants.  He explained that he does not allow these 
experiences to affect his lifestyle.  He tries to keep things in perspective and he feels very 
blessed by his life.  He has been on the verge of death a couple of times, and yet, he states 
that his brushes with death still do not cross his mind as much as it should.  He continued 
to run track and did other sports even with the failing kidneys.  He had a high morale, 
refused to give into his medical issues, and he pushed his limits.  It affected him more 
during his childhood, when he went to the pool and people wondered how he obtained his 
scars.  He stated he was never ashamed of it, though.  He explained that he actually 
enjoyed the attention of people asking about his scars when he was a child.  According to 
Mickey, it bothered other people more than it did him.  He said, “For me, it’s just life.  
I’ve never seen any different.  Or, I have seen different, but I have never lived any 
different.  I don’t know what you mean, ‘coping with it,’ because I’ve just lived that 
way.” 
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Mickey described that he never felt isolated, because he had such a supportive 
family.  He stated that his mom was absolutely wonderful, but it was easy for him to  
connect to his entire family.  He expressed that he often takes his support system for 
granted:   
My connection with others definitely would be, I could attribute to chronic illness, 
because (pause) those experiences, without the transplants, without going through 
that with my mom, and seeing the support system that I had.  I don’t know 
without it what would have happened.  There was a trust that was implanted in my 
mom.  It was implanted in the support around me.  So, it definitely helped me 
connect with others on a level that – I had a family that would do anything.  And 
that helped a lot.  I would attribute that to my chronic illness. 
 
When he did feel isolated, he attributed it toward normal adolescent 
developmental feelings in which he wanted social acceptance among his peers and felt 
that he was not socially popular.  Despite others’ reactions to his condition, he insisted 
that his feelings of isolation had nothing to do with his illness.  However, he became 
more solemn when he described how he felt his abilities were being taken away from him  
when he had his kidney failure.  He was into sports, and he especially loved basketball, 
but he always found himself and other kids with chronic illness on the bench: 
I remember being in high school with the kidney failure and (pause) felt abilities 
of mine were taken away from me.  I loved basketball.  I still love basketball.  But 
with the kidney failure, I had such horrible endurance.  I loved basketball and I 
was always on the bench.  I felt like I didn’t get to play because I wasn’t good 
enough.  And I attributed that because I wasn’t healthy.  So that is probably the 
only thing I can think of where I really felt weaker.  I dealt with it…So the hardest 
part wasn’t really the illness.  It was more of, “You know what? I practice just as 
hard as everybody else, and I don’t ever get to play.”  There were kids that did 
have chronic illness that practiced just as hard I did, if not harder, and didn’t get to 
play.  So there was uncertainty there.  I think that was probably the biggest part of 
it.  The uncertainly of if I’m just not good enough to be able to play.  But I was 
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always one of those players that were like, “If you just gave me the chance, I 
could show you.”   
 
 Mickey coped by maintaining a good sense of humor, and he and his mom would 
frequently joke about his condition.  Mickey feels that serious medical conditions should 
be handled with care, humor, and strength, rather than taking all aspects of it seriously 
and being pulled down by it.  According to Mickey, the doctor wondered if they 
understood the seriousness of his condition.  However, Mickey’s upbeat, positive attitude 
became contagious and began to rub off on his doctor.  He recalled: 
My mom and I, we did a lot of joking to just keep each other up.  So, every time 
we would be with the doctor, we would be laughing.  He would say, “Do you 
comprehend what’s going on here?”  “Yeah, but it’s okay, you know.”  But 
actually, after that point, from then on, he kind of joked with us. 
 
 Mickey acknowledges that he takes his health for granted.  He admits that he is 
not very good at taking his medicine, because he does not feel ill if he forgets to take it.   
He says he could get tested to see if he still needs to take the medicine, but he does not 
want to waste his money to be told something he believes he intuitively knows:  
I really, really, really don’t take my medicine very well.  I’ll be honest; I really 
don’t.  Not near as well as I should.  I should probably be more respondent than I 
am.  I should definitely take my medicine better.  I should definitely contact 
doctors.  I should definitely check my blood more often and get things – If I do all 
that, and I get the results, and it says I’m fine, I know I’m fine.  If I am not going 
to take my medicine, I should really go get the test thing done, whatever process 
that takes to do that, and get it done, and try to find out what I can find out, if I 
need to take it or not.  Then, if I need to take it, I should be taking it.  So a lot of 
“should” in it.  I’m lazy. Like in the moment it’s, “Gosh, I should really do 
something.”  It’s kind of like exercising.  You know you should do it.  But it’s like 
I don’t really want to.  You know you should, and you’re like – It’s not even going 
to take that long and I know, after I do it, I’ll feel better, but I don’t want to.  It’s a 
waste of a whole day.  It’s money; you’ve got to spend for gas; you have to buy 
food while you’re there.  I mean it’s just a waste, when I’m fine.   
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The hardest thing for Mickey in living with a chronic illness is dealing with other 
people's opinions of how he should live his life, take his medication, and get his blood 
checked.  Mickey struggles against feelings of being treated like a child and wants to 
assert his independence and freedom.  He likes to do things on his own, but he gets very 
offended when people tell him what he is doing wrong.  He likes to do things 
independently, so he can show himself and the world that he can do them, but it is a 
struggle for him when he makes a mistake.  Mickey noted that he likely receives more 
attention than most people, because of his chronic illness, but he underscored that he 
wants to receive positive attention.  He emphasized this idea of concentrated attention by 
saying:  
Obviously, I think with some of the chronic illness, they [people living with 
chronic illness] do get a little more attention than most people.  It’s like, “Did you 
take your medicine?” Okay, if you’re asking me if I took my medicine, then you 
are assuming I didn’t, which makes me look like a bad person, which makes me 
feel like an idiot, which is not good.  It’s kind of that combination of that.  It’s like 
that’s not the attention I want, which goes back to the selfish thing.  I don’t just 
want attention; I want “this” type of attention. 
 
He described this experience as his selfish side coming out when he prefers positive 
forms of attention.  Mickey also does not want to carry the burden of worrying about 
others worrying about him.  He has become very skilled at reading tone of voice and 
body language and picks up on others’ concern for him even when others do not 
explicitly vocalize their fears to him.  Thus, he feels frustrated in constantly having to tell 
his loved ones not to be concerned.  He stated:   
I read body language so much, and I read tone of voice.  I read people; what’s 
going on.  If there is somebody who is concerned for me, it’s like I have to try to 
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end that concern.  This is a concern that I can’t just turn off for people.  As much 
as I want to be like, “I’ll handle it, don’t worry about it,” it’s something they still 
worry about.  That’s probably the biggest thing for me. 
 
When he moved into his new apartment, he put his medicine out, so people would 
see it and not ask him if he was taking it or not:   
I put it out because I know it’s a comfort for some of those people who – they 
won’t ask.  If they don’t see it at all, they’re going to be like, “Where’s your 
medicine?  Are you taking it?”  Well, if it’s out, it’s like, “Okay; we see it, so 
maybe he’s taking it.” 
 
He has begun confessing that he does not take his medication.  He thinks about 
how he feels alright now and chooses to not consider the impact his present decisions 
may have on him ten years from now.  He described himself as lazy and disinterested in  
taking the test to determine whether or not he needs to remain on the medication.  He 
explained:   
I used to really lie about it, too; about taking my medicine.  Now I don’t.  I’m to 
the point now where they are like, “Did you take your medicine?” and I’m like, 
“No, I didn’t.”  It’s almost to the point now that it’s to prove a point.  “No, I didn’t 
take it, and I’m fine.” 
 
As someone who is engaged to be married and is starting out in his career, Mickey 
heavily focuses on his finances.  He worries that if he started going back to doctors and 
taking his medication, it would hurt his finances.  He has stated that he has higher 
priorities at the present time, and so he avoids considering what could happen.  Similarly, 
he discussed traveling a considerable distance once a year after his kidney transplant, and 
he felt that it was a waste of time, money, and energy.  He added that sometimes the 
doctor would not be there and he wondered why he made the trip. 
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Mickey disclosed that his fiancée was diagnosed with Crohn’s Disease.  She gets 
stomach cramps and frequent pain.  He explained that it is mandatory that she takes her 
medicine, and she does comply with it.  She gets upset with him for his lack of treatment 
adherence and stated they have had many arguments about this issue.   
She was diagnosed after they had been dating a while, and because he had lived in 
a hospital for three months and shared similar experiences, he was good support for her.  
On the other hand, he feels he should set a good example for her, but he does not choose 
to be compliant with his treatment.  Mickey’s tone changed as he expressed how hard it is 
for him to watch his fiancée go through her pain.  He had to take her to ER and wait for 
the doctor to diagnose her.  He feels very helpless and stated that he recognizes that these 
feelings are likely parallel to how his mom felt when she went with him to doctors as a 
child. 
 Mickey described powerful feelings of being very humble when he thinks about 
the two organ donors.  He believes that he is living his life for three people.  He was able 
to write a letter to the family of the liver transplant, but he never received a response.  He 
also wrote to the family of his kidney donor.  Mickey did receive word back from the 
family member of the kidney donor.  The experience has given him more motivation to 
live his life as fully as possible.  He explained: 
The thing that really does affect me each day is waking up every morning and 
realizing that I am living life for three different people, because of the two donors.  
The kidney transplant, it was a young boy that was actually in a car accident. I 
was 16; the young boy was like four or five.  They actually sent us a picture of 
him.  And, just to know, that his life was taken so that mine could – not 
necessarily “so” mine could continue, but mine did continue because of that, is 
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not difficult, but it gives you a little more motivation.  And it gives you a little 
more perspective on how you live your life…I begin to wonder why; why I was 
lucky enough.  Why did he – You know, there is always that thought of well, even 
if it wasn’t a young boy, if it was an older man, would it make a difference?  And, 
to me, it still does.  He was still a person. Regardless, these were both people that 
passed away and my life was able to continue.  So, in my actions, like I said, I 
take it for granted.  I don’t’ think about this near enough…But the thought is still 
there that every act that I have or thing that I do, it’s three people are doing it.  
When I do something wrong, its three people doing something wrong, as opposed 
to one.  The first thought that pops into my head is the movie, Saving Private 
Ryan, where this guy, all his brothers die and, basically, a group of men have to go 
get him out of the war, because once all your brothers die, you get sent back 
home.  And this whole group, through all these struggles -- a couple of them die, 
just for this one person.  At the very end, the General says, “Well, earn this.”  At 
the very end of the movie, he is an older man at this gravesite and that’s exactly 
what he hopes he has done through his life is to earn that.   
 
He believes that he is going to meet his donors someday when he dies, and he 
wants to live this life, worthy of their donation.  He feels he is earning good health.  
While he shared this compelling devotion to embrace each moment, to live a life in which 
he generously gives to others, and seeks to live in ways in which he can feel honorable 
and proud of himself, he also reemphasized that most of the time, he does not think about 
his medical condition and history.  When others experience his story as inspiring, he 
considers it “just life.”  He reflected and said:     
Looking at the little frustrations and being like, how minor they are…Or I can see 
how that just gives you a different perspective.  It’s more learning.  I’m not a 
planner.  I live in the moment; and I’m really, really good in the moment.  I’m 
really good at seeing things that need to get done.  I don’t plan very well at all.  I 
really struggle with the planning thing.  It kind of reflects on that.  The medicine 
thing is so that it continues to work.  So, if it doesn’t affect me right now, I don’t 
see it, and I’m not really worried about when I’m 34.  I’m not really worried about 
when I’m 45.  Usually I don’t get into the future; I don’t get into the past very 
much; it’s just kind of what happened right now.  Or, “I’m feeling this way,” and I 
wonder why I am feeling that way.   
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 Mickey believes he never felt sorry for himself.  He perceives himself as a “fun” 
guy, but he is also very reflective, and he stated that he loves sharing in conversation, like 
the one we [participant and primary researcher] had.  He believes that others may see him 
as a superficial person, because he may come across as loud and obnoxious, but he 
perceives himself as being more intellectual and reflective than people give him credit.  
Growing up, he idolized a church youth director and decided he wanted to do the same 
thing in pursuit of his life’s purpose.  However, when he became a youth director, he was 
uncertain how to fulfill his vocational obligations and how to organize a program.  He 
stated that he needed to re-engage his relationship with his sense of spirituality as a 
means of enhancing his chosen vocation.  Reflecting on these life decisions, he stated that 
he does not know if it was because of the chronic illness or just an aspect of his 
personality.  He wondered aloud if his personality and experience of chronic illness were 
independent elements or mutually influenced one another.  Although he struggles with 
treatment compliance and avoids taking his medication, he is very open to sharing his 
story.  He stated that he talks about it with anyone who wants to hear about it and 
maintains that it is part of his identity.  He stated: 
I share it.  Definitely, every interview I have had for a job, I have shared it.  I 
mean I’m happy to share it with people and talk about my experiences with it.  I 
do feel like it’s part of who I am.  I think without it, especially for me, it’s a huge 
thing.  It is part of my identity.  And I do take hold of that with pride, and I share it 
with everybody and anybody who asks.  If people ask for more details, I give 
them whatever I can.  Ignoring things: I think I ignore it when I have to work 
about it, which is doing the medication.  If I have to continue to deal with it, I 
ignore it. 
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 When Mickey described his sense of personal power, he maintained that through 
all his challenges he was very strong.  He did physical therapy after his liver transplant, 
and recalled how others talked about how persevering he was because he simply kept 
going.  While Mickey maintains that he never felt sorry for himself because of his illness 
or his transplants, he revealed that he did struggle sometimes with feelings of depression 
as a result of being prevented from sharing in activities.  He also felt depressed when he 
was pushed to do things because of his illness that other healthy individuals did not have 
to do.  He stated that previously he had passive suicidal thoughts but denied current 
suicidal ideation.  He explained:   
I used to be under the impression that everybody in their lifetime, at least once, 
thinks about “I don’t want to be here.”  I was talking to my fiancée who was like, 
“I’ve never thought about that.  It has never even crossed my mind in any way, 
shape or form.”  And I was like, “Really?  I think about it all the time.”  I’ve never 
been diagnosed with depression; never taken antidepressants. 
 
He smiled and said that now he imagines escaping to a beach somewhere in 
Mexico, building a shack, playing his guitar, having some close friends with him, and 
getting away from the 9:00 to 5:00 routine.  He stated: 
Well, actually the thoughts of suicide have now changed to thoughts of, “I really 
wish I could find a beach somewhere in Mexico.”  That used to be escape for me: 
me not being here.  I always took it as “I don’t want to be here,” as I don’t want to 
be – I don’t want to exist.  When it’s more of I just don’t want to be where I’m at.  
Now it’s more of, “Well, I actually really enjoy my time here.  
 
“Rhonda”  
 
 Rhonda was diagnosed with ovarian cancer, as well as peritoneal cancer, by an 
emergency room doctor, following an X-ray and a CT scan.  She had been experiencing a 
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lot of rectal problems, in which certain foods gave her diarrhea.  She was in a lot of pain 
when she finally called the on-call nurse and was told to go to the ER.  The medical staff 
drained the fluid from her body, which was causing a lot of pressure and pain, even to 
urinate.  Immediately after hearing her cancer diagnosis in the ER, she was in shock.  
After the fluid was drained, she experienced some relief, but she was eager to go home to 
a familiar environment.  She believed being told she had cancer was equivalent to 
receiving a death sentence, and stated that it was difficult to talk to people about it.  She 
was extremely sad in the early phases of her diagnosis.  She recalled:   
I was more in shock; A little bit weepy, I think, the next day especially.  My 
daughter lives locally, when I called her and told her where I was.  That was really 
a shock to her; she was upset, too.  But it was very sad…It was hard for me to tell 
my sister that I had that diagnosis.  It got better as I told others.  But, right at first, 
I had a hard time talking about it.  At one point in my life, I had probably thought, 
“Gee, if I were ever diagnosed with cancer, that’s kind of a death sentence.”  That 
was what was going through my mind. 
 
 However, Rhonda now feels more comfortable talking about it and stated that she likes 
being around people who offer her hope.  She expressed: 
I feel more comfortable, because I have talked about it.  The more you talk about 
it, the better you get at expressing your feelings.  I think maybe being aware or 
understanding is important, too.  It is good to be around people that offer you 
hope.  I think the attitude is that someone can offer you hope.   
 
 Rhonda was emotional when she shared her story.  There were a lot of 
uncertainties and fear in her care.  After seeing a local oncologist, she was referred to a 
gynecological oncologist in a city an hour away.  According to Rhonda, there are very 
few doctors who specialize in that area of medicine in her region of the country.  Her 
insurance referred her to where they considered the best place to go for the best results. 
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 She was given the name of the doctor she was to see, and she researched him on 
the Internet to find out something about him.  When she got there, she was told they had 
scheduled her with someone else.  According to Rhonda, when that doctor entered the 
room, he said to her, “I see you've had a hysterectomy.”  She told him she had not had a 
hysterectomy and then he said, “You know, I think I have the wrong chart.”  This 
exchange left her feeling unnerved and anxious about her pending care.      
 She continuously received different advice from the doctors, causing her to 
experience a lot of uncertainty with her diagnosis, but regardless, she knew the prognosis 
was not favorable.  She said:   
I think there were two tumors; cancer was attached to that peritoneal, which I 
believe is the lining of the stomach.  Until they go in and do the surgery, you don’t 
know how extensive it is.  They just didn’t know.  He said, “We’re hoping that 
whatever is wrong we can put you back together, but you could wake up and have 
to have the colostomy.”  But he was able to, then, in the surgery, I guess, put me 
back together. 
 
She described how she would often be seen by different doctors only once or twice, 
which impaired her ability to form a relationship with any of them.  For example, she 
reported that she only saw the physician who did her surgery a few times after the 
operation.  The hardest thing for Rhonda is waiting for test results.  She has to have blood 
work done each month, and she hates waiting for the results.  It is discouraging when she 
has lost ground, and then she has to face more uncertainty about what will come next. 
It was hard for Rhonda to travel an hour by car to the city in which she received 
treatment in the snow and icy conditions during the winter time in the Midwest.  It was 
also difficult to reach someone when she tried calling her health care provider.  When she 
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did successfully receive a return phone call, it typically was a Physician Assistant who 
called her back and not the doctor.  She feared that she was receiving inadequate care 
when she was not being seen in person and there was such a delay due to her being 
located so far away.  The doctor who performed her surgery informed Rhonda that when 
the weather got colder, she could have her treatment done in her hometown, but when 
winter set in, he changed his mind.  She was very frustrated with these ongoing stressors 
related to rural geographical factors and limitations. 
Following Rhonda’s surgery, the medical team had difficulty getting her to 
breathe on her own.  According to Rhonda, her medical professionals believed they may 
have administered too much morphine.  She cannot remember much about the specifics 
of the event, but stated feeling very frightened, and she wondered what else could go 
wrong.   Rhonda stated that the doctor told her that he had done his part—now the rest 
was up to her.   Reflecting, she explained that these remarks felt uncaring.  She continued 
and stated that the individual who gave her the anesthesia seemed cold and aloof toward 
her as well. 
 While Rhonda has an Advanced Directive, she described that she also has a strong 
fear of dying.  She wonders how physicians feel when they are not supposed to 
resuscitate a person.  She stated that she does not want to end up as a vegetable, and 
because of her religious faith she believes she would be going to a better place when she 
dies.  However, she still has a strong survival instinct, and stated she may change her 
Advanced Directive. 
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 Rhonda had two chemotherapy sessions following the surgery, which she did not 
tolerate very well.  Her white blood cell counts and red blood cell counts were very low, 
particularly the red counts.  She was told that it was not safe for her to continue the 
sessions.  The doctor could have ordered the administration of a shot, but he wanted 
Rhonda’s system to fight back itself.  She continued to describe how unhappy she was 
with her treatment.  Rhonda explained that the medical staff wanted to put a pick line in 
her right arm while she was still in the hospital, so she could get nutrition, and she 
developed a huge blood clot.  She started taking Coumadin then and got a port, making it 
easier to draw her blood, but only an RN could do it.  She was concerned about the 
financial increase in her health care and the cost of her medication. 
 According to Rhonda, the staff did not prepare her very well when she 
transitioned from the hospital to home.  She had to give herself expensive shots, and she 
did not know how to use the needle.  The shots were a growth hormone for her white 
blood cells, as well as blood thinning medication for her blood clot.  She finally went to 
the pharmacist at Walgreen's, and they showed her how to do the shots.  She has since 
been hospitalized at her local hospital, and she felt that the staff there was more caring 
and helpful than in the distant city.  She believes that the city hospital is a teaching 
hospital, which houses a lot of interns and residents.  She stated feeling that it is the 
difference between an institution and private care.  According to Rhonda, when she could 
not eat or drink, the staff in the city hospital ignored her, even though her mouth was 
extremely dry, but at her local area hospital, they gave her swabs to keep her mouth 
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moist.  She experienced the city hospital as archaic and described immense feelings of 
frustration.  She had originally been diagnosed at still a third hospital, and she had 
described receiving the same kind of compassion there as she had received in her local 
hospital.  They printed off information for her about the kind of cancer they believed she 
had.  She was very disappointed in the city hospital facility, experienced them as 
unhelpful, and does not want to ever return to this city facility. 
 When she was released from the hospital, Rhonda still had tubes in her, and she 
felt unsure about how she was going to manage her self-care.  Rhonda stated feelings of 
frustration about not having an advocate and felt abandoned by the health care system.  
According to Rhonda, the city hospital staff told her they could not justify nursing home 
care for her.  Rhonda explained that if she had been a Medicare patient, an advocate 
would have come to see her, but she was not on Medicare. 
 She did investigate some places she could go on her own and the insurance 
approved it.  However, by the time she found additional care she believed her condition 
had improved and she was managing better on her own inside her home.  However, she 
experienced a sudden shift in her pain levels and developed severe pain in her leg.  The 
pain was so terrible, she could not drive and relied on a friend to transport her to her 
doctor.  Because Rhonda was taking Coumadin, her doctor insisted that the pain could not 
be attributed to a blood clot and refused to check for one.  Instead, he prescribed Rhonda 
pain killers.  She exclaimed:   
I mean it was extremely painful in my right leg – I was just awake all night.  I 
said, “This can’t go on, because I am trying to rest up to have chemo in three 
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weeks.”  I wasn’t even able to drive.  You always think of these things.  I could 
have done this; I could have done that.  I’m telling you all these bad things that 
happened…I was just so skin and bones that I could hardly sit in the bathtub 
because it hurt to move.  
 
 Rhonda began chemotherapy and had all her necessary sessions but did not 
receive them in the rotation that she was supposed to go through.  The treatment affected 
her digestive system causing her severe diarrhea and she experienced significant weight 
loss.  She was afraid to start eating again until she got advice on what she should do.  She 
was proactive in her health care, but it was very confusing.  She researched her doctors 
on the Internet and learned that they all went to different colleges and medical schools, 
and they all had different ideas.  Her son wanted her to go to a particular center for cancer 
treatment.  She did consider it, and one morning when she could not sleep at 3:00 A.M., 
she got online and chatted with someone from the Center.  The woman she spoke to from 
the Center told Rhonda she would send her some information, but then she did not—
another frustrating event that happened to Rhonda.   
After seeing a local oncologist, she went to Chicago and met with a gynecological 
oncologist and learned about a different treatment.  They were going to administer a 
different drug, but she was concerned about the side effects.  This particular drug had the 
potential for lowering her white count.  When she returned to the local doctor, he told her 
that there is nothing that shows chemotherapy will extend anyone's life.  It seemed to be  
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up to her to make the decision regarding her treatment.  It was confusing because of the 
differences in opinions, and she struggled to maintain hope.  She stated:  
I’ve had some differing of opinions, and I would say that’s happening even today: 
where doctors have different ideas on what should happen… There are no 
guarantees, in medicine.  And this whole three years, the last three years can just 
go away, and it’s only a nightmare.  You live with what you have to live with; and, 
hopefully, move forward; and make the best decisions that you feel like; 
hopefully, with the doctor guiding you in that direction.  I hope a doctor is doing: 
guiding you.  Maybe I’m asking too much.  Maybe doctors don’t get that close 
anymore.  
 
The local doctor wanted to wait to start treatment, but the one in Chicago wanted 
to start right away.  She said, “That was another discrepancy.  The one doctor felt like if 
your tumor markers doubled, that’s significant, and that’s when you should start 
treatment.  See, that’s entirely different from what the other doctor was saying.” 
Her tumor markers kept rising, so she felt she should not wait any longer.  She  
described feeling that she was playing a game with her life.  She was going to start a new 
chemo treatment the day after interviewing with the primary researcher:   
I know a week ago Friday, when I found out that it had gone up 100 points, I 
thought, “I don’t think I should wait any longer.”  I’m playing almost Russian 
Roulette here.  On the other side of my brain, it’s saying, “But he says there is 
literature that says the chemo isn’t going to extend your life any longer.”  Well, 
“any longer;” what is that?  Three months?  Four months? Five months?  One 
year?  I think you can get your brain real full of other’s ideas and information.  
I’m trying to make decisions after synthesizing the information I have heard.  I 
have already mentioned, what, nine people right now.  And each one, maybe, has 
their own opinion.  So I hope I’m not falling on my face here. 
 
 She explained that she definitely felt a lack of personal power when she felt out of 
control, when she was in the hospital, and when she had the episodes of diarrhea lasting 
for several days.  She felt a lack of hope when she was told that chemo would not make a  
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difference in how long she would live, even when she had information to the contrary.  
She explained:   
You aren’t in control in the hospital at all.  Maybe that’s why: I like to be in 
control.  I think maybe a lot of people have to be in control of their lives…In the 
hospital, you’re not.  You are hooked up; you can’t even go home.  I did feel some 
isolation there.  Someone came to see me almost every day.  But (pause) A couple 
of times, I felt I was alone in fighting my battle on what I felt was what I 
needed…That was a pretty low time when you’re not in control…I like to be in 
control of my life.  And you feel powerless.  I think you reach out to all sources 
that you can think of to put you back into control…Getting personal again, yeah; 
especially when you’re going along for several days and you are doing fine.  
Then, all of a sudden, you end up with a bout of diarrhea for three or four days.  
That’s when you feel like, ah, I’ve lost five days; I gained three.  I definitely felt 
loss of hope when the doctor says to you that there wasn’t – that he couldn’t find 
literature that you are going to live maybe longer if you had chemo or if you 
didn’t.   
 
Yet, Rhonda maintained that she wanted to believe her medical professionals were in a 
position of authority and expertise.  She wanted to trust her doctor, but when he had a 
difference of opinion from what she had heard elsewhere, it became very difficult.  She 
stated:  
It does put that little doubt in your mind.  They are in a position of authority and 
expertise.  I want to trust him.  I have to start building trust in someone that I can 
feel like I can rely on.  I think that’s part of a doctor-patient relationship: that you 
feel comfortable and you can trust what they’re saying.  Although, maybe you do 
need to question.  I am trying to be more cautious during those times and maybe 
think through decision a lot before I make one.  If I make the wrong decision, I 
can’t take it away.  “I’ll just pray that, you know, pray for wisdom to make this 
decision.”  I have only myself to blame.  Isn’t that the way the doctors look at it? 
“Well, you’re the one that wanted it.”   
 
In these confusing moments, she turns to her strongest coping mechanism of 
spirituality, and prays that she makes the right decision.  Coping with her illness has 
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helped her develop a greater spirituality.  She spends more time reading the Bible or other 
religious literature and prays.  She tries to eliminate noise from her life in favor of quiet 
meditation.  She cited that Tai Chi is helping her, and she has increased her walking and 
exercise.  When she was out of the hospital, she did have a lot of support from family, 
friends, and her spiritual community.  She felt in the moments when she was unable to 
pray, she hung onto a belief that somebody else would be praying her through that hard 
time.  Rhonda reflected on her prognosis by stating:  
I believe that the prognosis of being alive after five years is 20%.  So the 
prognosis is not good for the kind of cancer that I have.  But, they come up with 
new things every day.  There is always that miracle cure.  I said, “I don’t know 
that I feel like I’m a miracle.”  I think a miracle is almost like an instant cure.  I 
don’t feel like I’ve ever been really cured.  Nobody has ever said to me, “you’re 
cancer free.”   
 
 Rhonda feels that her disease is a challenge and recognizes that she is not 
immortal.  She described knowing people who choose not to spend the money on the 
treatment to live a few months longer and would prefer to pass that money onto family 
members.  However, she has not reached that stage of despondency, and Rhonda chooses 
to fight to live.  She said: 
I have heard people just say they are choosing not to have any more treatments; it 
has just ravaged their body to the point where they’re not comfortable.  My 
brother has a friend who died a year ago; not quite a year ago.  They were offering 
him a treatment which they were saying would probably extend your life a few 
months; very expensive.  He said, “Well, I’m not going spend my life’s savings to 
live three or four months longer.”  So he chose not to have any treatments.  I am 
sure they have their own reasons.  I don’t know.  Is that slapping the Lord in the 
face?  Or the doctor in the face?  I don’t think I have reached that despondent 
time.  This is a challenge that I’m going – I’m going to conquer this.  I am talking 
about being the fighter and really wanting to live a little bit longer. 
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 Rhonda hopes that she is not identified entirely by her illness.  She does other 
things besides handling her disability.  At the age of 70, she is still working—writing 
obituaries for the paper, and it gives her a sense of doing something worthwhile and she 
expects to keep on working.  She would rather be known for other roles than that of being 
ill.  She said: 
Maybe it’s unfortunate that I have been identified.  Almost everybody knows that 
I have cancer.  Maybe if someone is to say, “How are you?”  I get more like, 
“How is your illness?”  It’s not just the casual, “How are you today?”  I hope that 
I am not just identified by the illness.  I really don’t do as many things as I used 
to, because I feel like, if I am going to work, I think if my energies are going to be 
put into something, it’s going to be that.  So I don’t do a lot of other things.  I 
would hope that I am not just identified by the illness.  I don’t mind if people 
know it.  I would hope that it is something more, you know.  I’m a journalist; I’m 
a grandmother; I’m a great-grandmother; and a mother.  A church member; 
Christian.  So I hope those things rather than --having cancer. 
 
“Ron” 
 
 Ron was diagnosed with a malignant fibrous sub-histiocytoma when he was 19.  
While Ron describes that he has a disability which limits his walking, he prefers to be 
identified simply by his name.  Prior to his diagnosis, Ron was an excellent athlete.  He 
grew up in a Midwestern state, but he was making plans to attend a university in another 
state in the fall following his high school graduation.  He was playing basketball when he 
noticed a lump on his leg.   By the time he returned home, he had lost the nerve in his big 
toe.  He saw several doctors, and finally he was informed that the lump was a tumor, and 
Ron was sent to a specialty clinic. 
 After undergoing many tests and scans, he was told he had cancer, and the doctors 
wanted to amputate his leg above the knee to make sure they got all the cancer.  First, 
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however, they determined that he did not have any cancer in his lungs.  Ron is a very 
spiritual person and he went to the chapel at St. Mary’s Hospital to pray.  He recalled:    
First of all, I was thanking God for the fact that it didn’t spread to my lungs, and I 
told them right then, “Take it off.  Take it off.”  I’ve always been a positive 
person, and thinking that the glass is always half full.  I just looked for the 
positive in this.  And the positive was I am going to live. So, with that being said, 
being the age I was, I was so cool with it.  It was a concern for some of my friends 
and family more than it was for me.  I think it was because they thought my 
reaction should have been different.  Others thought like, “Something is wrong 
with you.  You need to go see a psychologist because you are too positive about 
this.”  I remember going to my Mom and saying, “Mom, is something wrong with 
me?”  And I did start doubting myself.  I even asked, “Should I be depressed or 
down about losing a leg?”   
 
Ron’s medical team told him they could amputate below the knee by digging deep 
and trying to remove the entire tumor, but he would probably be in a brace for the rest of 
his life.  The doctors recommended amputating above the knee and using a prosthesis 
which they believed would be more beneficial for an athlete. 
When he was first diagnosed with cancer, he was scared.  He thought he was 
going to die.  He had a friend who died of leukemia when he was a junior in high school 
and so Ron was afraid that he was facing death as well.  Ron’s situation had a great 
impact on his family.  Ron’s father had just completed rehabilitation from being an 
alcoholic, so Ron believed his diagnosis may have been a faith-based test for his father.  
After Ron’s father dropped him off at the specialty clinic, he returned to his home state to 
work, but he paced the floor many times worrying about Ron.  Ron’s father kept hearing 
the word “cancer” and then “He is going to have to lose his leg.”  According to Ron, his 
father wanted to have a drink, but he chose to not act on the urge.   
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Ron reflected that he gained a lot of friends while he was at the clinic.  He became 
pen pals with another patient from Indiana who was struggling with her own health 
issues.  According to Ron, she had never spoken with an African American person 
before, and he changed her perception of the African American community.  Proudly, 
Ron stated he was also the first Black person to work for a large law firm in his 
hometown. 
Because of his health issues, Ron could no longer go to the university of his 
choice, so instead he went to a local business college, earning three Associate degrees, 
one in Business Administration, one in Accounting, and one in Marketing.  He met his 
wife at the college.  They had two sons, and then she later died of breast cancer when she 
was 34.  He said she was his soul mate at the time, but he believes a person can have 
more than one soul mate.  His sons are now 17 and 18. 
 Ron stated that he grew up in the “projects.”  According to Ron, when his family 
moved into their first home when he was 17, his neighbors thought their property values 
would go down, because they believed members from a lower socio-economic 
background would not maintain their property.  He explained that he was poor but did not 
realize it.  They lacked access to resources.  He explained within his neighborhood they 
had access to basketball courts, because they were inexpensive, but swimming pools are 
more expensive to build and so he did not learn how to swim.  He attended an alternative 
school and Ron’s father worked in a blue collar job.  Ron and his brother decided they 
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did not want to enter blue collar employment because they feared the monotony.  Instead, 
they pursued an education and they excelled.  
 Following the amputation, Ron started playing basketball with his friends with 
just one leg for a while until he got his prosthesis.   He continued to play from a standing 
position which he termed “able-body” basketball.  Eventually he met a group of men 
playing wheelchair basketball.  The coach was a paraplegic, and he invited Ron to join 
them.  Ron believed he would be too much competition for the men in wheelchairs, but 
the first time he showed up for practice, he realized that sitting in a wheelchair and 
playing basketball was a lot more difficult than playing from a standing position.  He 
stated:   
I’m like, “No way; I’ll kill you guys.  You guys are in wheelchairs.”  He says, 
“No; I challenge you to come out to one of our practices.  Let me see what you 
can do.”  I was like, “No way; no way.”  Eventually, I did go to one of their 
practices.  He put me in a wheelchair for the first time.  Those guys in the chairs 
ran circles around me. 
 
He and his teammates developed a tight bond.  They teased each other and had a 
lot of fun together.  He has tried many different activities.  He used to enjoy running, and 
he would do a lot of thinking while he ran.  However, he can no longer do that activity 
any more.  He tried skiing, but he stated that did not work too well.  However, he 
maintains he will try anything once.   
One time Ron fell in his driveway, and he tore up his quadriceps and tendon of his 
good leg.  He could not walk and was in a wheelchair for three months.  He returned to 
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work in the wheelchair, determined that he was not going to let his circumstances get him 
down.  He exclaimed:   
I’ve got to get out and do something every day.  I guess I can’t just stay in the 
house all day.  I have to feel the wind; I have to feel the air when I walk out; I 
have to – If I’m down and I can’t get out, I open the door at least and stick my 
head out. 
 
Ron explained that he adapts by creating structure for himself, “I plan my day.  I 
know exactly what I’m wearing to work tomorrow.  I think of myself as being very 
organized.  And I am a planner.”  However, Ron maintains that he copes primarily 
through his spirituality and avoids directly thinking about his circumstances.  He 
explained, “I cannot allow myself to sit back and think about all the challenges that I 
face.  I think it would probably put me in a deep depression.” 
Ron’s Christian faith helped sustain him and caused him be thankful for every 
day.  He shared that one of his favorite Bible verses is, “What shall it profit a man to gain 
a whole world and lose his own soul?”  Ron added that he does not want to lose his soul.  
He stated:   
I am very humbled and thankful, and I really don’t overextend too much or 
anything like that.  I’m so thankful for the day.  I am thankful for today, and you 
live for today. I think every day is a blessing to me.  And you could be a lot 
worse; and that gets me through the day sometimes.  It could be a lot worse.  I talk 
about my friends who are actually confined to a wheelchair.  I can get up and 
walk!  I can walk with prosthesis.   
 
When someone he has been working with for years will notice that he is limping 
and asks what the matter is he stated others will be shocked when he tells them his right 
leg has been amputated.  He has given many positive speeches on his condition.  He has 
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become a motivator.  He feels that God has given him a voice, and he reaches out to other 
people who are going through a lot of the same emotions that he went through when he 
lost his leg.  Ron believes that sharing his story will help others, so he shares his 
experiences whenever he has the opportunity to do so.  He explained, “I can’t sit still 
when I see somebody in a wheelchair, especially a young person.  There’s wheelchair 
softball; there’s tennis, there’s golf, there are so many things.  There is what they call 
amputee volleyball.” 
Through his experiences, he has learned to let others physically struggle and learn 
how to use their wheelchairs instead of running to help them all the time.  Ron said: 
I remember we were dropping off our players from a game one year; and there is 
maybe four inches of snow on the ground, maybe more; and I remember watching 
a player get off the bus; and he was in a wheelchair; and he is trying to get up his 
drive and up his ramp to get into his house.  My first thought was to get out and 
help him.  The coach says, “No; he needs to learn.”  That could have been tough 
love, but, at the same time, today, if you ask if you can help him, he says, “No, I 
got it.”  They’ve all got it. 
 
He has never felt the need to mask his disability.  Instead, he prefers to disclose it.  
He considers this educational: 
I have to share my experiences.  I don’t hide it.  I will put on a pair of shorts and 
walk around.  I would jump on my crutches.  I’ll hop into a gas station.  You do 
get creative as how to carry things.  A backpack is always handy.  Plastic bags 
that you get from the grocery store are always handy.  You can pile everything in 
a plastic bag and go everywhere on crutches.  So you do adapt to your situation.  
But I don’t hide it.  I never tried to hide it.  I have been frustrated at times because 
of it. 
 
However, Ron disclosed that one of his greatest struggles is asking for help.  When asked 
what was so hard about asking for help Ron replied, “Not being able to do it.  I think 
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there is a time to ask for help; don’t get me wrong.  But I think you should try to figure it 
out yourself before you ask for that help.” 
Ron shared a story about how he has adapted his environment to better meet his 
needs.  He reflected by stating: 
When you walk outside and you see a whole sheet of ice just going to your car, 
you think, “How am I going to get there without falling?”  I will never forget the 
time when my Mustang got stuck in the snow; and I didn’t have my leg on; and I 
couldn’t push the car.  My wife had to push it.  You know those kinds of things; I 
don’t hide it, but you do get a little frustrated with it sometimes.  I ended up 
getting a utility vehicle.  And now I drive a Lincoln Navigator with four-wheel 
drive so that won’t happen again.  I will always have a utility vehicle, or a front-
wheel drive vehicle.  I’m not about to have that happen again.  So you adapt to the 
situation.  You learn from it; and you adapt to it.  And that’s life. 
 
Later in Ron’s life, he developed a lump in the stump of his leg.  He was sent to a 
hospital in a major Midwestern city where doctors removed three benign tumors in his 
stump.  It changed the shape of his leg a little, and he got a different prosthesis.  He got a 
C-Leg, which according to Ron, is the very best prosthesis a person can get.  He stated 
that he probably felt worse the second time he had surgery, because he now had a family.  
He had children who loved him, and he wanted to be there for them.  Yet, he believes that 
things are going to work out.  He is thankful that he has had a wonderful life, and he had 
the opportunity of watching his children grow.  He believes that a person really can worry 
one’s self to death and instead needs to maintain an optimistic perspective.  He said, 
“Positive thinking, positive reinforcement, is what I want in my life.  The more positive 
people I am around, the more positive, I’m going to be.  It tends to rub off.” 
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 He keeps a note on his computer that says, “Just do it.”  Ron repeated another 
philosophy he keeps close in heart and mind to capture his approach to life, which says, 
“Yesterday is history. Tomorrow is a mystery. Today is a gift.  That’s why we call it the 
present.”  He is the manager in his office.  He has gone to management training, which 
recommends positive reinforcements and to lead by example.  Ron stated, “That’s my 
managing style, to lead by example.  I wouldn’t put anything on my staff that I couldn’t 
do myself.  He has an open-door policy with all the staff who work under him.” 
Ron’s motivating managerial style received lots of positive attention and very 
high marks from external evaluators.  Excited, Ron exclaimed, “She told me, “Whatever 
you are doing, you need to share with the other managers.  Your management style is just 
off the charts.  You have something that other managers don’t have.  You need to share it 
with them.”  When Ron was asked what that ‘something’ was which helped motivate 
others he reflected for a moment and then replied: 
Appreciate I guess; appreciation for life.  Empathy; empathy is you relate with 
others.  You empathize with them; you listen to them; you feel what they feel.  We 
run a very emotional office, and we don’t hide it.  You know, we care about each 
other.  Work is much more than just coming in and punching a clock.  I know my 
co-workers’ families. 
 
According to Ron, his staff will come to him and talk about some of their personal 
issues with which they are struggling with, and through their conversations with Ron, 
they will realize how thankful they are in life.  Ron wants to make a difference and he 
feels there is still so much more he could do.  He said:   
I serve on the Fair Housing Board.  I won a huge achievement awards for the 
Rockford Boys and Girls Club.  It is very important to me.  You’ve got to be 
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involved.  Be it your church; be it your work; be it your community.  I just don’t 
think it’s enough; I still don’t feel like I’m doing enough.  I used to volunteer for 
everything.  I don’t as much as I used to for different reasons, because sometimes 
you can take on too much.  
 
However, he is in the job he wants.  If he were to return to school, he would only 
be doing it for himself; not to make himself more promotable.  He is satisfied with the job 
he has right now.  He feels he would have an excellent chance at getting a job in a 
different area if he applied for it, but he has chosen not to and stated, “I would be doing it 
just for money.  I would say my friends and family are here.  But, at the same time, you 
value the relationships that you build.  I value my relationships; that’s why I’m staying 
here.”   
 At the time of the interview, Ron had a pressure sore on his stomach.  He debated 
whether to wear his prosthesis to work or go to work on crutches.  He decided to put a big 
Band-Aid on his sore, put his prosthesis on, and go to work.  However, he explained that 
when he returned home, he would remove the prosthesis immediately and medicate the 
sore.   
Ron finds that as he ages, the more difficult it is to walk, and he thinks that maybe 
he needs to get his left leg checked out to see if there is arthritis forming or to make sure 
there is not a tear there.  He wonders if he needs to replace his knee.  He stated his 
biggest issue is not being able to work out like he would like to do.  He exercises by 
walking a lot. 
 A couple of years ago Ron was a bystander victim of a shooting which took place 
outside of a bar.  He was shot in the left elbow.  He now has a plate in that injured elbow.  
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He went through a lot of physical therapy, and he was off work for a couple of months 
again.  He lost range of motion in his left arm and elbow.  According to Ron, the motion 
has returned to approximately 95%.  This injury was particularly challenging for him 
when he needs to rely on his crutches and use of his arms and upper body strength to get 
him around, though he prefers not to use crutches.  He finds it more difficult to 
compensate and make adjustment for his condition as he grows older.  He stated:   
The biggest problem now is that I am getting older.  The body doesn’t work as 
well for me I think.  My hands are tied when I am using crutches.  So that is the 
big challenge; my hands are tied.  I like to have my hands free, and that’s why I 
wear the prosthesis all day. 
 
 The injury to his elbow was also especially hard for him, because he is left-
handed.  Ron described how he loved playing baseball and the injury to his elbow 
complicated his game.  He explained that there is a rule in baseball in which a player can 
take off his glove, but the player’s glove cannot hit the ground after the player takes it 
off.  In order to compensate, Ron started catching the ball with his left hand and throwing 
with his right.  He said, “I think if a ball was coming at me right now, two years ago I 
would be blocking it with my left arm.  Now, it would be my right hand first to take the 
block.” 
Similarly, Ron reflected on the cognitive energy he expends on walking and 
learning to compensate.  He explained:   
And my mind – I think about what I am doing.  My life has always been thinking 
about what you are doing.  If you think about it – I have to think about how I am 
going to walk in the morning.  I have to think.  Walking just doesn’t come to you 
when you are an amputee.  You have to think about walking.  You have got to be 
aware of where your feet are going to land because you could end up on your face 
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when you are walking.  A lot of people decide not to use prosthesis after a while, 
because it’s a challenge.  It’s challenging to use prosthesis.  They may decide to 
stay on crutches, or stay in a wheelchair. 
 
 Ron explained that he definitely does not currently feel isolated, because he 
enjoys being around people.  He does have some of fear of being alone.  He has not 
remarried, but he says he will, because he does not want to be isolated.   
The way he wants to be involved with his staff is also the way he wants to be 
involved with his kids and their education.  According to Ron, his kids are very good 
baseball players, but he wants them to understand there is more to life than baseball.  He 
believes education is the key to their future.  He wants to be involved with his kids’ 
education, but he knows that they are transitioning from adolescence to adulthood.  He 
reiterated that he does not want to be alone.  
While Ron does not want to be alone, he also does not want to be a burden either.  
He also stated he does not want others to worry about him.  He will do things for himself, 
rather than ask people for help when he acknowledges he probably should.   He plans his 
days very carefully to maximize his independence.   
 Ron explained that in spite of difficult times, his life has been very rewarding.  
Because he puts forth the effort, he has a strong will to succeed, and because he has that 
will, he has been rewarded for it.  He described how he thoroughly enjoys living: 
I am so thankful for life.  Maybe it’s because of the challenges I have faced over 
the years at a young age.  My life has been full of challenges.  Even when I had to 
go back to my father, an alcoholic; that was a challenge in itself; and my wife 
being diagnosed with cancer.  So my whole life has been full of challenges, and I 
made it through. 
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“Samantha” 
 Samantha is a very compassionate, loving woman with several illnesses.  She is 
diabetic and has renal failure and is currently on dialysis.  Samantha is also asthmatic, has 
Sickle Cell, and she has experienced multiple strokes.  She explained that one stroke took 
her voice away, and affected her mind, “All of a sudden, I just wasn’t there.  I had a 
stroke, just that quick.  It was real spooky, because I couldn’t talk.  It affected my 
speech.”  Coping with humor, she reflected on how scary this moment was and then made 
a joking remark, “But I got my voice back.  I’m sure some people would say, ‘Oh, it 
could have been really nice for you to stay quiet for a while.’” 
Because she is on dialysis, there are certain foods that she cannot eat.  In 
particular, she really misses being able to drink diet Pepsi and explained that she cannot 
drink anything with a dark color.  Samantha emphasized that having choices is important 
to her.  For example, she can have any kind of meat if it is prepared correctly.  She has 
accepted dialysis as simply a way of life.  She stated that dialysis is time consuming, but 
she can manage with it.  She has to decide when and where she is going to do it.  She 
said:  
But being on dialysis hasn’t really what I would say changed my life.  It’s just a 
way of life.  If I’m going to have a life, I have to be on dialysis.  So it’s not a 
question of if I am going to do it; it’s, “When am I going to do it?” 
 
Samantha chooses to go to dialysis, because if she chooses the alternative of not going, 
she will die.  With a hint of defiance in her voice, she stated that she chooses to live:  
I need to know when, where, how it’s set up.  And I have a choice.  And that’s 
what people don’t seem to understand is that I have a choice to go or not to go.  
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So, if I don’t go, I’m going to die.  It’s no ifs, ands or buts about it… I might have 
a boring life, but I have a life.  I would hate to miss out on that, because I would 
miss so many people.    
 
 Samantha has a lot of family support, which helps her to cope.  She is skeptical 
about outside help: 
My sister; I live with her.  And she takes care of me 24/7.  If I didn’t have her, I 
guess I would be in a nursing home.  She’s very important.  She’s everything!  
And, if I didn’t have her support, I would be lost, because you just can’t depend 
on people.  It takes a lot of trust.  And I’m not really a kind of person that gets into 
the trust mode. 
 
 The hardest thing for Samantha is that she can no longer ride in a car, which 
eliminates many of her activities.  She has to ride in a medical bus, which has limitations: 
They start talking about, “Well, you can have this service and this service,” [but] 
will they give me what I need?  And will they give me what I want?  And they 
unusually don’t…And it stops trips to the mall; trips out to eat.  It stops my mode 
of transportation, because I ride a bus.  I can take it to let’s say the mall, if I 
wanted to go.  It’s hard, because they don’t run on the weekend.  And that’s when 
I would want to run, because, during the week, I’m so busy with dialysis and 
other doctor’s appointments, I don’t have the energy to go three or four hours 
through the mall. 
 
Since she cannot go to the mall, she and her sister try to think of other things for her to do 
on the weekends, like movies.  Because of her loss of vision, she cannot see movies, but 
she continues to enjoy them.  However, it is too difficult for Samantha to go out to a 
movie theater.  She added that she would prefer to view more current movies, and the 
ones she experiences at home come out on video, which are older releases. 
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Samantha is concerned about being fair to her sister and feels badly about the 
impact of her health care on her sister:   
I’m depending on people, because I need to have two or three people to help get 
me in the car.  And my sister can’t do it all, because she’s doing it all now.  And it 
wouldn’t be fair to her.  She wouldn’t say anything; she’d try it anyway.  I don’t 
want her to get hurt.  And I think of her first, because she’s putting out all the 
energy.  It’s hard.  It’s hard.  I kind of have a guilty conscience, because I feel like 
she’s missing so much in life.  But she wouldn’t have it.  She says that God 
planned her hands to take care of me and that’s what she’s gonna do.  I feel bad 
that she has to do so much.  And I feel like she’s missing things that she could be 
attending.  But she can’t go, or she doesn’t want to go by herself, because she is 
used to me going with [her].  It’s just – it’s a guilt trip.  I love my sister so much 
that I just hate the feeling that she is missing so much out of life.  I just feel really 
bad. 
 
Samantha struggles with mood fluctuations when her blood sugar is low.  She gets 
very quiet and does not want to be bothered by anyone.  Typically, when she is feeling 
low, she just wants to be left alone.  She wants to protect her loved ones and is constantly 
more concerned about others than herself.  She does not want to experience emotions of 
pain, but she is much more fearful about hurting those who care for her: 
I feel better if I’m not around other people, because I might say something or do 
something that I really had no intention of doing.  But, when your blood sugar is 
bottoming-out, you say and do a lot of things that you don’t mean; but, you’re 
feeling so bad.  The longer you wait before you get some sugar -- it’s not a 
pleasant sight.  So being away from people is great until I can get myself together.   
 
 Samantha explained that she does not feel isolated, because she makes herself 
available to people.  She's very outgoing and friendly, and people come to her and she 
offers a listening ear.  She expressed that others try to get her involved in activities. 
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Samantha explained that she has so many things wrong with her that she would 
rather not spend time thinking about them:   
Because I have so many illnesses that I would just rather not dwell on them.  
Because I’m living them every day.  And I know what exists.  And I know what I 
have to do in order to try to have a quality of life.   
 
She then reflected and said if she and I [primary researcher] were merely having a regular 
conversation, she would be less open about her illnesses.  However, she was encouraged 
to reflect on her experiences and discuss them more openly in the hopes that it may shed 
light on these issues and perhaps may help someone else in a similar situation.   
Samantha stated that she knows what she needs to do to enable herself to have a 
good quality of life, and so she accepts it and does it.  She expressed that it is helpful for 
her to talk to someone else who is living with dialysis.  She underscored that she truly did 
not know what it was going to be like until she actually experienced it: 
You get a different outlook of life.  It gives you some healing aspects.  You can 
cope with things a little better when you hear from somebody else.  And that helps 
me; that’s what helps me is hearing from someone else that has dialysis.  I mean 
like I heard of dialysis and I knew that you get hooked up to a machine.  But 
really, all the ins and outs, and things like that, I didn’t know.  It just was an 
illness that I knew I didn’t want to have before I actually got it. 
 
 Samantha perseveres by maintaining a strong sense of humor and is very 
courageous.  Relying on her sense of spirituality, Samantha pushes forward and 
underscored this aspect of her identity by saying:  
But I say God has spared me for some reason, because there have been times that 
I was knocking on the door.  But He must have me to witness to others that don't 
give up, stay strong; give it the best you've got.  I give it the best I got.  I figure, if 
I don’t do it, nobody else will. 
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“Brad” 
Brad has been challenged with tremors all of his life.  Primarily he struggles with 
tremors in his hands and has difficulty manipulating items such as a screw driver.  He 
currently has difficulty writing and so he signs legal documents by marking an ‘X.’ When 
he was in fourth grade, his penmanship instructor noticed that he was unable to write 
properly.  His penmanship instructor said to Brad, “I don't know what's wrong, but you 
will never be able to write legibly.”  Brad described his early life experiences of his 
condition by stating, “I have always been teased by others or teachers say, ‘What’s wrong 
with you?’” 
Shrugging his shoulders Brad would explain that he did not know what was 
wrong.  In his youth, Brad entered the army, and did not experience any challenges, 
except when he had to work with his hands.  Brad reflected:   
In the Army, I never got diagnosed, or had it pointed out that I was different.  But, 
then, again, you think about shooting the rifle.  You can’t be 100 percent accurate 
every time.  You never know when the old nerves of the muscles shake and you 
miss the target.  I always shot well enough to not be kicked off the range because I 
was firing way up in the sky or something.  I had no choice.  So I hung in there. 
 
Eventually Brad tried to trace his condition of tremors through his family and 
remembered that his dad always read the newspaper with his elbows on the table to help 
stabilize holding the paper up so he could read it.  At one point, Brad was prescribed 
medication, and he developed side effects in which it became increasingly challenging for 
him to sit still.  He was on the medication for a couple of years before doctors finally 
determined the tremors were becoming worse.  Generally, his condition does not affect 
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his speech, but if he does slur a word, he simply keeps going, does not apologize for 
mistakes, and states that he chooses to not worry about it.  
Brad tries to not think about his condition, but sometimes his condition creates 
challenges which make it very difficult for him to ignore.  For example, Brad struggles 
with feelings of embarrassment about his condition.  Over time, his condition became 
increasingly difficult for him to hide.  He stated:  
I don’t go around telling people.  You learn ways to hide it.  You don’t keep your 
hand up above the table much.  You always keep them out of view.  Your friends 
will notice it.  And people pick up on it real fast.  I know what to do and not to do 
in public.  I hide everything else.   
 
Brad further described that when his tremors worsened as a result of the 
medication prescribed to him that his concerns about concealing his condition increased.  
He conveyed this experience in the following: 
The whole time, you couldn’t sit without just shaking like that; and it’s noticeable.  
You can only hide your hands so much.  That lasted about a couple of years.  
Now, I can sit there and it doesn’t show much.  A normal person wouldn’t pick it 
up. 
 
 To bolster against feelings of social embarrassment, Brad is very quick to refuse 
to do something that he knows he will be unable to do very well.  For example, Brad has 
trouble eating and drinking.  He stated:   
Even at Sunday school, when you have water or coffee, I usually just stay away 
from it.  Even just trying to pick it up at times, you can knock it over real quick.  
So I usually don’t have anything.  If I do, I just hold it and don’t set it down, 
because, as soon as you set it down, setting it down is a chore.  And picking up is 
worse.  You have to use both hands where some people just use one hand.  I am 
there with both to make sure I don’t mess up.  As soon as you let your guard 
down, you’re going to spill something as quick as anything.  If I don’t sit there 
and concentrate, as soon as you relax a little, plop, there goes something.  What 
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are you going to do next to sort of embarrass yourself?  You learn to do it real 
quick after you make an A-double S out of yourself. 
 
However, eating in public is a much greater challenge for him.  Brad explained:   
You don’t take chances.  There is a whole little process of having meat.  At home, 
I always have a paring knife or a steak knife.  Then you make sure you have it 
well grounded, so you don’t mess around, or have a lackadaisical approach.  That 
meat will go across the table.  So I have had that done.  I always hate it when I 
have a choice between corn, peas and string beans.  I pick the string beans 
because the items are a little bigger. 
 
Brad described how he has a heightened awareness of what he is doing when at 
meals.  He described the social experience of dining with others in the following remarks:   
When you’re out for a special dinner, or something with people, well, I’ve got to 
watch it and make sure – you’re defensive of your behavior.  So you have to start 
watching what you do, and make sure when you pass something you have good 
hold of it when it gets passed…If I see something, and I know I can’t do it, or will 
mess up, I’m not going to do that.  People in my circle, or whatever, accept it.  If 
they try to force me, I just say, “The heck with you,” walk off.  You know your 
realm of what you can do and what you can’t do, and, by golly, you don’t 
experiment any. 
 
While Brad has struggled some with engaging in social activities, he has worked 
towards overcoming some of his reluctance to spend time with others in his personal life.  
He remarked: 
If I want to be with somebody, I’ve got to put up with that activity.  I used to not 
like to go out to eat much.  But, now, I’ve overcome that.  Your circle of friends, 
you are forced to go out and do things.  So I just learned to live with it.  Earlier in 
life, I just wouldn’t take part in that crap.  You know life; that’s part of it.  It’s 
something; it’s a learned behavior.  If you’re going to be in that stuff, you’ve got 
to learn how to save face.  Or not make a fool of yourself.  Now, I don’t even 
think about it.  I just go out and take part and do it. 
 
When Brad eats in the privacy of his home, he uses a tablespoon, because things 
are less likely to fall from a tablespoon.  Brad explained that he also compensates by 
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trying to make certain that he is sitting close up to the table, so if the food falls, it will fall 
on the plate.  Over time, habits like sitting close to the table and having a strong grip on 
items before passing them have become more automatic for him.     
Brad also likes to fish, but he cannot tie his line, and he struggles to string a hook.  
In order to overcome these challenges, he learned to sit on the ground and stabilize 
himself with his elbows the way his dad did with the newspaper.  While Brad stated that 
the tremors do not hold him back from doing anything, he avoids working with 
machinery and he also mentioned that he had to give up his hobby of hunting for safety 
reasons, which was a personal loss for him.  He continued and stated that sometimes he is 
shaking so much, he cannot get his key in the car ignition.  However, Brad is open to 
accepting help from his wife who will sometimes insert the keys into the car ignition for 
him.     
In his interview, Brad would insist that he does not actively think about his 
condition and yet consistently he would also describe various ways he is hypervigilant in 
monitoring his behaviors.  He stated: 
It really doesn’t hold me back from anything in my mind.  [But] It’s still there.  
You form good habits real fast.  It becomes automatic.  But, every now and then, 
I’ll slip up.  The best thing [my wife] has table cloths like this green [one].  It’s 
always a relief getting up and not seeing the table marks.  I reach for something 
and knock it over.  It’s something you are aware of.  You don’t ever forget it, in 
the sense that when you go out and just reach for something, make sure the 
pathways are clear.  So [I] have to pay attention more than what I used to do as a 
kid. 
 
Throughout his interview Brad articulated multiple examples of restrictions in his 
behaviors such as playing games with his family, eating and drinking, and social 
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challenges.  Brad’s family enjoys playing cribbage.  However, Brad has difficulty playing 
the game and usually needs someone else to move the pegs for him.  He struggles with 
various forms of attire, such as, wearing ties to more formal occasions.  He also likes to 
wear pull-over sweaters rather than shirts, because he has trouble with the buttons.  When 
his wife was unavailable to help him unbutton the shirt, he would get impatient.  In his 
frustration, Brad would simply pop the bottoms.  He has since learned to be more patient.  
Because his tremors may slow his progress, he tries not to put himself into situations 
where he has to do something very quick.  For example, he tries to get boots that do not 
have to be laced up.  Most of his jackets have zippers which are easier for him to manage.  
When he has to limit his choices in clothing, he restated that these issues do not bother 
him.    
Brad made other remarks reflecting a seemingly contradictory phenomenological 
process in which he appeared to be coming to terms with his condition and overcoming 
his fears and challenges: 
I might not go into something that takes ready action or participation if I know 
that I can’t do it correctly.  So you withhold yourself in some things.  It doesn’t 
keep me from nothing that I know of, except the hunting. I’m not scared to go out 
and eat with anybody or anything.  I don’t worry about it and try not to call 
attention to myself.  I can sit there and it doesn’t affect you.  I don’t withdraw 
from activity.  I haven’t thought about it that much.  I just go ahead.  You’ve got to 
live.  You just live with it and put up with it. 
 
When asked how he went about forming acceptance with his tremor, he said:  
 
It has never been a problem except, like I said, trying to work with my hands.  I 
can’t do it.  I finally accepted all that.  If you’re going to live with it, and you’re 
going to do that type of activity, you’ve got to adjust to it and learn to accept it, 
and get every hitch memory and every trick that you can use with your human 
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body to compensate and make up for it.  When you can't do anything about it, you 
accept it.  It’s just something that you accept in your human-ness.  You accept it 
like you do anything else in your human body.   
 
He further stated that some of the compensatory mechanisms he has creatively devised 
played a factor in helping him form acceptance with his condition.  He also described 
how social support factored into his development of acceptance by stating, “That’s one of 
the things you have with disability like that: you welcome any help or encouragement, or 
something that will help you accept the tremor.”  Despite his challenges and some fears 
of social embarrassment, Brad does not feel that his tremors hold him back from 
engaging with other people.  However, he also describes himself as somewhat of a loner 
and he enjoys being by himself to reenergize.   
Brad later described how he privately integrates his disability as his own 
experience and how he copes with it as an aspect of his identity.  He reflected and said:   
My feeling is that I don’t have to go share it with anybody.  I’m making it on my 
own.  I don’t have to tell people about it.  If you’re in a group with people you 
don’t know, I’m not comfortable in that situation, so I don’t take part in it.  It’s as 
simple as that.   
 
“Joseph” 
The following individual depiction is more extensive in length.  Joseph’s 
individual depiction appeared to be more of an outlier than some of the other individual 
depictions.  While many of the other participants experienced their illness for several 
years, Joseph stood apart in that the onset of his disability more recently took place.  The 
other participants appeared to be more advanced in their psychological development of 
how they made sense of their experiences.  However, the sudden onset of disability was 
247 
 
fresh in Joseph’s mind providing an opportunity to see how earlier experiences may 
compare and contrast with participants who are further along in managing the physical 
and psychological impacts of their illnesses and disabilities.   
 Joseph’s condition was the result of an accident he had while mowing the lawn 
outside his dental practice.   The accident took place in the evening at about six o’clock.  
Joseph’s mower had a grass catching unit on it, and it perpetually became clogged.  The 
grass would be propelled up and through the tube by cast iron blades, which would turn, 
creating centrifugal force to shoot the grass up beyond him.  Typically, he hit the button 
on the left console, which would turn every blade off.   However, one evening he did not 
hit that button.  He leaned over the bungee cord and saw an opening full of grass.  There 
was no whisper of air moving through the opening, so he reached down to clean out the 
opening.  Unfortunately the blades were moving underneath that opening, and they drew 
his hand into the blades.  Immediately, he drew his hand back up to his chest and never 
did look at it.  Dazed, he wondered what on earth he just did.  The pain was excruciating.  
He panicked.  He got off the mower, activating a power down censor, which shut it off.  
He was disoriented by the shock and was all alone at the time. 
 He had a towel with him, which he held on his fingers, trying to stop the bleeding.  
He clutched the towel to him, trying to relieve some of the pain, but it did not help.  He 
managed to get to his pick up and unhook the trailer which he transported the mower on, 
and he drove himself to the hospital.  At one point he was driving nearly 105 miles an 
hour and steering with his knee.  He drove right to the front door, got out, and 
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immediately got the attention he needed.  He acted instinctively but since the accident, he 
frequently wonders why he was not more mindful of what he was doing.  He lost two 
fingers that day.   
He stated that there is never a moment when he is free of the pain.  Sometimes it 
hurts more than others, and he does not know why.  After the accident, he underwent 
surgery and was released from the hospital with antibiotics and pain medication.  The 
next morning he awoke with extreme pain.  His wife went to fill his prescriptions, but the 
medicine did not seem to help so he finally had to return to the doctor who readmitted 
him to the hospital.  He had developed a severe infection in the arm.  He was hospitalized 
for a week.  He was on a morphine drip for the pain, but it would only last for about 20 
minutes, and then the pain would come back.  Originally they thought he had Methicillin-
resistant Staphylococcus Aureus (MRSA), and they quarantined the room.  An infection 
specialist was brought in, and he had three surgeries that week to drain the infection.  He 
was sent home finally with an IV, which he had for 58 days.  He was put on five different 
antibiotics. 
 People kept coming to Joseph’s home and changing the lines for two months, and 
he did not see any relief.   He was also going to physical therapy at the same time.  Since 
then, his doctor ran some follow-up tests, and believes Joseph is developing carpel tunnel 
in his injured hand. He thinks about what happened to him every single day.  Joseph is a 
dentist and uses his hands in his work, so it is especially difficult for him.  He still has 
pain in his hand, and he continues to asks himself the “What if” questions.  Joseph 
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worries about what the future holds.  Will he be able to continue dentistry?  What is 
going to happen to the nerves and tendons in that hand?  He beats himself up about the 
accident constantly.  As a result of the accident, he has experienced depression, anxiety, 
panic attacks, guilt, and shame feelings.  He feels humiliation and embarrassment.  He 
still has flashbacks to the accident three years later.  Sometimes he will fall asleep and 
then wake up and he cannot get back to sleep.  He had difficulty sleeping for about two 
years following the accident.  His sleeping has become more normalized in the last six 
months, but he continues to wrestle with the flashbacks:   
I did used to have nightmares.  I used to dream of losing other body parts or just 
the – getting into situations that I had no control over.  The flashbacks; I 
constantly am flashing back to the actual accident; to that day, that minute, that 
second.   And I just – I just view those as part of the process.  I don’t know if 
they’re good or bad.  I just view them as part of dealing with it.  Neither one of 
them has been detrimental to the point of incapacitating; but, I sure do remember 
that day.  I’ll actually be driving down the road and, for some odd reason, I’ll 
identify with it.  Sometimes it will actually make me cry; just the vulnerability of 
that whole situation.  I don’t escape it. 
 
He has a doctoral degree, but he stated feeling that he had a “low level of mentality” 
when he stuck his hand in that opening.  He thinks how close he came to losing his hand 
and arm.  His wife looked his symptoms up online, and together they believe he is 
suffering from Post-traumatic stress disorder (PTSD) resulting from the accident.  He 
stated:   
There is a whole circle of feelings that are masked, maybe one underneath 
another.  Part of those is depression.  Through the whole process, I would have 
these feelings of guilt and anxiety; I would have panic attacks.  My wife looked it 
up online and she said, “Joseph, I think you have post-traumatic syndrome.”  And 
I looked at her, and I said, “That’s just for people like military people.”  Well, she 
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read off these symptoms, and, sure enough, I was thinking, “Wow, I do have that 
list of feelings harbored away.” 
 
He is constantly triggered by normal daily tasks, which remind him of the 
accident.  He explained:   
The association is whether I physically look down and look at the amputated 
fingers, or I just strap on a seatbelt, or buttoning a shirt, and I’m having trouble 
manipulating the shirt, or tying my shoes.  The physical nature is constantly – 
whether it is that pain that I said I was feeling on a regular basis.  It doesn’t go 
away.  I am constantly reminded of these triggers.  It depends on where I am at 
and the environment at that particular time.  I don’t want that to happen again, so I 
need to pay attention in this moment.  I don’t want to let my mind drift and let 
“this” happen.  You don’t escape the physical-ness, because we live in these 
physical bodies. 
 
Joseph is confused and surprised by the intensity of his reactions.  He says:    
It’s not like a physical war wound where you can show somebody.  So I am 
dealing with that as well.  I don’t know which way to go.  And you try to—you 
try to handle it yourself.  And, like I said, it’s not something you can just show 
somebody and put it out there and physically see it.  The feelings are beyond, and 
the emotions are way beyond, anything I would have even anticipated just from 
losing those fingers…In an onion-layered kind of a way.  What layer is going to 
be next?   I don’t know.  How else is this going to affect me? 
 
 Joseph now has difficulty in social situations.  The uncertainty of when he might 
experience a panic attack has been impacting him:   
It’s amazing how your nervous system knows that, and, all of a sudden, you break 
out in a sweat.  It’s that kind of anxiousness of getting up on stage and somebody 
is quizzing you.  It’s just you try to avoid that.  It’s affecting me socially.  There 
will be a situation and it has nothing to do with losing these fingers, and just out 
of nowhere – maybe it’s a vulnerability issue and, you know, your fight or flight 
system kicks in, and it’s like your heart is going and you are sweating, and you 
don’t even know why.  It’s almost like a mini-panic attack, or even a full-blown 
one.  I have actually made stuff up, like, “I’ve got a stomach ache,” or “I’ve eaten 
something wrong,” because I’ve got to excuse myself.  I can’t say, “Well, I’m 
getting really anxious here and I’m going to just lose it if I don’t leave.”  So you 
kind of make stuff up.  I was at a meeting once, just recently.  I kind of felt it 
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coming on, so I said, “I had something for breakfast that’s not agreeing,” so I had 
to get up.  Well, it wasn’t that at all.  It was just the fact that I knew I was going to 
have one of these attacks. 
 
As he continued to struggle with feelings of depression, his 13 year-old daughter 
told him to “Just snap out of it,” and he thought to himself if he could, he would.  He is 
unable to release the emotions.   Her response to him caused Joseph to realize how much 
the accident was affecting him, though.  He stated:  
The emotions run very, very, very deep; and the scars run deep; and, if anything 
else, it has helped me identify what depression is.  I used to think, “Oh, 
depression is just feeling sorry for yourself.”  It’s kind of an unhappy feeling.  
And I don’t even know if I experienced a tenth of depression. But, what I did 
experience was a sense of hopelessness, a sense of darkness that I had no control 
over.  I had no control over – “Oh, come on,” like my daughter said, “Dad, just 
snap out of it.”  I mean, talk about trivial.   
 
He is challenged with a terrible sense of hopelessness and revealed this 
experience in the following statements:   
I feel hopeless that anybody cares about what—that I can practice dentistry.  I feel 
hopeless whether or not this pain, this low-grade electrical feeling that I am 
feeling all the time in my fingers is going to go away.  I feel hopeless that I’m 
never going to get over the fact that I’m such an idiot for even doing it in the first 
place.  I feel hopeless that I’ll ever get over that hump that I am accident prone.  
At the same time, what’s the alternative?  I’ve got to get up in the morning, and 
I’ve got to be productive.  So the hopelessness is masked by some sort of 
competence or some sort of confidence.  And you don’t ever know if you’re going 
to shake it.  So, it’s the hopelessness of, “I’m never going to get over this.”   
 
He stated that he thought of suicide soon after the accident, but explained it was 
passive thoughts.  He explained the suicidal ideation had more to do with his physical 
pain.  As the pain subsided, his thoughts of suicide lessened, and he denied any current 
suicidal ideation. 
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Recently, he had shoulder surgery in the same arm in which he previously 
developed an infection.  When he was released from the hospital, he worried that people 
wondered what happened to him this time.  He persistently struggles with feelings of 
humiliation in this regard.  He stated that he does not want to leave the house any more 
until he gets rid of the sling from his shoulder surgery, which will not be for another six 
weeks.  Frustrated with himself, he wonders what will happen to him next.   
Joseph recognizes for himself that there is a stigma attached to the disability and 
stated that people lack sensitivity.  He gets as upset with the insensitivity of people 
looking and not saying something as he does with the insensitivity of people looking and 
making insensitive comments.  He said: 
The stigma.  But these people look at you like you’re just an idiot.  Like, oh, get 
away from him; And it’s that humiliation and embarrassment.  It’s shaming.  So I 
don’t even want to go out in public until I get this thing off my arm.  That’s going 
to be six weeks!  It just affects your confidence level, for sure...The lack of 
sensitivity – It is very much a part of what you go through.  The accident has 
come and gone; it happened; it’s gone; I’m physically, on the outward side, 
healing.  But, there are remarks; there are stares.  Every time I go to pull out my 
credit card.  People are looking at that, and it’s kind of odd.  Whether they say 
anything or not, and whether they are thinking anything or not, it’s that perception 
that they are.  That would probably be on the top-five list: the shame that I impose 
on myself. 
 
He further explained how this stigma translates into a profound sense of being alone and  
 
of being different:  
 
It makes you a target.  It makes you the center of the conversation.  It does 
identify you.  It puts you in a corner, the fact that it has happened—this accident.  
And I think, in and of itself, for a variety of reasons, it does isolate you.  I’m the 
dentist who lost his fingers, and ‘how the heck could he do that,’ you know… 
When I reach in and take my credit card out of my wallet and I know somebody 
sees the fingers, yeah, it takes you back to being different.  It takes you back to 
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being physically identifiable as, “Boy, what did he do?” or different.  Yeah, so 
isolating is what I fight through every day.  No matter how many self-help 
seminars and how many Bible studies and how many newsletters I get, this is a 
physical reminder that I’m a salmon going upstream.   
 
Joseph explained how stigma and feeling different from others elicits feelings of 
anger and frustration.  He stated: 
And anger.  I mean I never did mention the word “anger.” I get up every morning 
and ask, “What’s going to happen today that I’m going to screw up on?”  Is this 
the least important thing?  Losing those fingers?  Am I going to lose an arm?  Am 
I going to look the wrong way and lose my life?  And the anger of what has 
happened and what could happen.  And then anger of while they look away.   
Don’t look at these fingers; don’t look at what happened to me; I don’t want to 
talk about it; it’s done with.  The insensitivity of people looking and not saying 
something irks with the insensitivity of people looking.  And then they say 
something. You know; the stupidity of it. 
 
He remembers purchasing a box to put on the side of the mower.  According to 
Joseph, his son kept complaining that it was a piece of junk, but the good mower was a 
lot more money.  Joseph wrestles with feeling very guilty, because he bought the cheaper 
model that clogged so easily.  He was grateful that it was not his son who got his fingers 
cut off.  Frustrated, he feels “shafted” with his disability insurance, because he has 
struggled to receive assistance.   
He met a lawyer who persuaded him to pursue a lawsuit because the design of the 
grass catcher was faulty.  However, Joseph finally called his attorney and told him he 
changed his mind about the lawsuit.  It was not worth it for Joseph, because he felt it was 
another worry for him.  He said he thinks he would have won the lawsuit, but mentally 
and emotionally he could not muster the energy to face it and go through a legal battle.  
He felt like he was depending on the government to support him with the lawsuit, and he 
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did not want that experience.  Proud, he stated he did not want a handout.  He feels he is a 
self-responsible man, and he stated he does not want to play the part of the victim.  
Although the design was faulty, he believes he was “very stupid” to put his hand in it.  
Once again, Joseph blamed himself:   
The hardest thing is dealing with the fact that I am human enough that I let it 
happen.  That’s probably what I go back to, “Why did this happen?”  My 
fundamentals, the imperfectness of me as a person let this happen…I do believe 
there is self-responsibility.  I just attribute it to “we all run a red light” and “we all 
make a wrong turn when we shouldn’t,” or “we all …,” and then, I stop, and go, 
“Hold it; maybe we all don’t do that; maybe it’s just me; maybe I am accident 
prone; maybe I am.  You know, maybe it is true.”  And there goes the shame 
again; there goes the guilt. 
 
Yet, Joseph wonders why he “just cannot get over it.”  He stated that he 
previously did drink a little to null his experiences, but he did not drink to the point of 
intoxication.  He drank mostly at dinner time, which was about the same time of day as 
his accident.  He explained that he does not drink any more.  He explained that he did not 
like the way drinking made him feel.  He never used drugs.  He explained that he mainly 
coped by chalking his experiences up to having either a good day or a bad one.  He also 
identified how he copes by avoiding discussion of his disability, “It’s easier to avoid the 
conversation, or, if you have to talk about it, just minimize it and go on.” 
Over the course of his lifetime, Joseph has had back surgery, gall bladder surgery, 
his appendix taken out, knee surgery, shoulder surgery, and 11 lymph nodes removed.  
He described believing that people look at him like he is an accident waiting for 
something to happen.  He shared a story of cutting his knee with a chain saw while he 
was chopping wood.  He had taken his finger off the throttle, but the blades kept going.  
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He knew he needed to get the saw fixed, but he kept procrastinating.  The result was that 
he cut his kneecap.  He numbed it up himself and put 11 stitches in it.  According to 
Joseph, he has the reputation for being accident prone, and whenever he shows up to an 
event with an injury, he believes people say, “Here we go again.”  He feels that no matter 
what he accomplishes professionally or family-wise that he will still be identified by 
being the dentist who made a mistake which caused the loss of his fingers.  These 
reactions of negative attention increase his feelings of guilt, shame, self-doubt, self-
blame, and loss of control.  When describing the loss of control experience, he stated:   
I don’t like the attention.  I don’t like the fact that I can’t fix it myself.  And I 
remember thinking that when I was sitting on that mower, and it happened, and 
the strangest thing, --and I literally remember thinking, “Oh, my, gosh, I can’t fix 
this myself.”  
  
When a patient comes to see him for dental work, he wonders what they are 
thinking and if his patients wonder if he truly can perform the procedure.  He wonders if 
his patients have lost confidence in him.  He indicated that he has not lost patients, but 
stated that his mind plays tricks on him, and it does affect his confidence level.  
 He described how he prays for soldiers who return without legs and arms, and 
thinks it is worse for them.  However, this thought does not bring him much comfort as 
he still has difficulty moving forward from the experience of his accident.  He 
consistently berates himself and says that he feels “very stupid.”  He tries to rationalize,  
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“Well, I’m human.  We are not perfect.” But he struggles to take consolation in this idea 
and explains how it is a multifaceted scar:  
I think I’ll carry this.  Whether it’s the fingers or the stares, the comments, you 
can’t shake it.  I don’t know.  I wish there was a seminar you could go to and have 
somebody identify with it.  It’s not only a physical scar, but it’s an emotional, 
mental, almost spiritual, gash that nobody sees. 
 
Reflecting, Joseph added how the shift in his psychology in response to the onset of his 
disability impacts various other parts of his life by stating:  
But the imperfectness is what gets me now; the fact that I was lame enough to 
stick my hand in that mower; I was preoccupied enough; I was unconscious 
enough; whatever the word is: stupidity.  And I carry that over, maybe, into other 
parts of my life.  My financial life; my family life; bringing my kids up; and what 
else am I doing in my life; where else am I sticking my hand in the mower?  And I 
go through -- maybe this trauma has accentuated – accentuated it enough that, 
“Where else am I missing the boat?”   
 
 However, he is working on trying to take back control of his life.  He has recently 
developed a more holistic frame of mind, thanks to recommendations of his doctor.  He 
has made nutritional changes by giving up sugar, alcohol, and anything white.  He is 
trying to lose about 30 pounds, and he has been exercising.  He is trying to overcome his 
negative feelings by getting back into a physical, more spiritual, healthier mind frame. 
 Joseph copes and finds meaning-making through his practice of Christianity.  He 
believes everyone is imperfect, but that everyone is made perfect through their 
relationship with God.  However, he explained that his faith has been tested by this 
accident, but he does not blame God for it.  He finds hope in the grace of God and the 
undeserved goodness of God in everyone’s situations, believing that God does not give 
people more than they can handle. 
257 
 
 In a sullen tone, Joseph stated that he does not want to be laid in his casket and 
people think of him as a loser.  He feels that his actions or inactions are going to define 
who he is tomorrow:   
The fact that I stuck my hand in that mower proves that in a negative way.  It 
proves that every day that the stupidity of myself puts me in that category, 
because not only the good information or the good actions that you do, but also 
the humanness and the fallible part of being determines who we are and who we 
aren’t tomorrow.  So this is a physical reminder that I am—and I am being 
extreme—but that I am a loser; that I suck; I can’t get it right.    
 
 As Joseph continued to disclose these ideas, his tone shifted.  He stated that he 
feels that anybody who has been successful needed to fail at something.  He added that 
success always comes with a cost and a price.  He then stated that he is not going to let 
the accident win.  He is more determined to go on and he stated that suicide is definitely 
not an option.  He exclaimed that living his life as a loser is not going to win either.  He 
expressed feeling as though he is knocked down a lot, but he also feels like he is a 
winner, too.  Validation is on a day-to-day basis, he explained.  He does not believe God 
is punishing him.  But rather this is an opportunity for Joseph to work on accepting the 
fallibility of humanity and accepting his humanness.  
While he feels that his accident did set him apart and made him different, he also 
stated that if he has a “pity party” and isolates himself from others, that it is not a good 
place to be.  He believes he can use his disability to connect with others and may be able 
to help others who have had similar experiences.  His accident taught him to have 
empathy with others, but he still has impatience with himself.  He says he can be very 
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critical of himself, but hopes he is less critical of others, because he sees the fallibility of 
himself and how hard it is to cope with it.   
 Seemingly contrary to earlier statements, Joseph stated in a resounding tone of 
defiance that he is not going to let his condition define who he is in life.  He considers it a 
symbol.   If his condition does define him, he wants it to define victory, his self-reliance, 
his faith in God, and positive things:   
So, even in the horror and the trauma and the imperfectness of life, I believe there 
is hope, and there is goodness, and there is peace, and there is healing.  Whether I 
can see it or not, I have to believe in that and hang on to it.  It is up to us to utilize 
the gifts that God has given us.  And, one of those gifts is stubbornness. I am 
stubborn enough to go – I’m going to get through this. 
 
While he does not try to hide his injury, he does not want to run the risk of exploiting it 
either.  He explained that his condition is going to have an influence on how he thinks 
and acts.  However, he believes there is a balance, and he is beginning to form meaning 
and purpose from his accident.  He explained:   
It’s a dark place.  You can choose to flip the coin over and use this as a 
connection, as a synapse.  You can use it as a bridge.  You can use it in a variety of 
ways to connect with other people; maybe to help other people in a similar 
situation.  It doesn’t always have to be people helping me.  I can use this to maybe 
help somebody else.  I could let it isolate me, but I choose not to.  I choose more 
to confront it and to use it to help me connect with other people. 
 
 Joseph’s physician wanted him to see a psychiatrist, but he never did.  The doctor 
did put him on a psychotropic medication for a few months, but Joseph stopped taking it, 
because he did not like the way it made him feel.  He never did tell his complete story to 
a health professional and disclosed that he did not discuss these issues with his wife.  In 
fact, he disclosed that the most he had discussed his experiences occurred within the 
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context of the interview obtained for this dissertation.  The primary researcher spent extra 
time with Joseph at the time of the interview and followed up by checking in with him 
post interview.  The primary researcher encouraged Joseph to utilize the referrals 
provided to him.  Upon conclusion of the interview, Joseph stated feeling that the hour 
spent with [the primary researcher] was actually therapeutic.  He said:  
No, I haven’t talked at this length at all.  I never really actually told my story to a 
health professional, other than a few minutes with my doctor.  The last hour or so, 
to actually talk it through, to specific questions, has been kind of therapeutic.  
Yeah, just talking to you today has brought a sense of acclimation, of – I can go 
on and on with the words.  But it has felt good to talk about things I have only 
kept inside.  So to voice it and to verbalize it has seemed to give me a sense of 
accomplishment.  It gives me a sense of accomplishment, putting it into words, 
other than just my own talking to myself. 
 
Exemplary Portrait “Arnold” 
 
Arnold appeared to be the strongest individual depiction for several reasons.  He 
embodied each of the composite themes.  His demographics provided diversity to the 
study.  Arnold also demonstrated through his individual depiction a clear journey from 
the traumatic impact of the early phases of onset of his disability to the drastic shift in his 
present-day psychological transition.  While his depiction is longer than many of the 
other individual depictions, his journey is so exemplary in illustrating the multi-faceted 
complexity and richness of what it means to live with chronic illness and disability, that 
the primary researcher decided to include more detail in the presentation of his individual 
depiction.   
 Arnold began by stating that he identifies as what is commonly called a quad.  He 
has conjunctive Spinal Stenosis at the C-4 to T-1 level, which is a multi-vertebrae 
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compression that causes paralysis from the neck down.   His paralysis came on suddenly.  
He went to the doctor in the morning for shoulder pain and was sent home with pain 
medicine.  By afternoon, he collapsed in the hallway of his home, completely paralyzed.  
He screamed for help, but there was no one around and he was completely alone.  A 
neighbor walking by finally heard him, and 911 was eventually contacted.  When the 
police arrived, they kicked the door in and then left him lying on the floor while they 
searched the house for an intruder: 
I was home alone when I collapsed…in my hallway.  I ended up staying there four 
or five hours, just screaming for help.  And just not knowing what was going on, 
unable to move, and screaming…Luckily, my neighbor walking her dog heard the 
screams.  She was Middle Eastern, so we had a language barrier.  She actually 
called her husband at work, and told her husband what was going on.  I could hear 
her speaking in a foreign language at my front door.  Her husband called 9-1-1 
from his job, which was in Chicago.  So 9-1-1 shows up, and they’re screaming 
through the door.  I can hear the gentleman kick my door in.  They come in with 
their guns drawn.  Of course, they didn’t know what to expect.  They didn’t even 
tend to me.  They went through my whole house.  I could hear them saying, 
“Clear; no one is in the living room.”  I guess they kind of protected themselves 
first.  
 
When Arnold was asked by the emergency team what was wrong he exclaimed, “I said, 
‘Man, I have no clue.  I cannot move.’  I said, ‘I can only blink.’”  
 Arnold is a large man.  At the time of his paralysis onset he weighed 450 pounds 
and was 6'6.”  He had been an all-American football player at a major university.   
Because of his large size they could not move him.  They called an ambulance, and it 
took eight people to lift him onto the gurney to take him to the hospital.  They would not 
take him to the hospital he wanted, because they thought he was dying, so they took him 
to a closer hospital. 
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 At the hospital, he asked the doctor to give him a shot or some pills.  According to 
Arnold, he went into a state of complete denial about what was happening to him, and he 
told the doctor he had to go to work the next day, “I was in denial.  I had no clue about 
the impact of what was going on.  I just figured a shot to two; maybe an IV and I would 
be back on my feet in no time.”  The doctor informed Arnold what was wrong with him 
and that he would probably never walk again:   
Well, he kind of explained it to me, and that’s when it hit home.  It felt like I got 
hit in the chest by a baseball bat.  He told me that I had severe spinal cord damage 
and I would probably never walk again.  I was just blown away.  I said, “Are you 
serious?”  And his exact words, verbatim, were, “This is going to be a tough 
conversation, but I have to have it.”  He said, “Mr. [Arnold], your bell had rung, 
and you cannot un-ring a bell.”  And that is what made it sink in to me that 
something was serious, and I was really messed up far worse than I had thought. 
 
Arnold became septic and his stomach and intestines ceased functioning:  
When all of my organs shut down, it was really, really tough.  They were feeding 
me, and they realized my stomach and intestines weren’t working.  My doctor 
said I was becoming septic.  They put this tube through my nose and down my 
throat to do a stomach pump, to get all the stuff out of my stomach so it wouldn’t 
spill into my body.  And, oh, my God, let me tell you, that is one of the worst 
things ever to do.  
 
Fighting the clock, Arnold’s medical team needed to act fast.  Arnold recalled his reaction 
of horror and stated:    
They didn’t even have time to put me to sleep.  I was wide awake.  I watched the 
whole thing happen.  He broke my nose to get the tube down it.  And I sat in this 
bed while he broke my nose and shoved a tube down my nose to pump my 
stomach.  You could hear the bones crunching.  It’s terrible!   
 
His wife was there, and she was encouraged to call Arnold’s parents, who were living 
across the country.  Overhearing the exchange between his physician and his parents 
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caused Arnold to go into shock, and they had to sedate him.   Arnold recalled these 
moments: 
Well, my wife is on the phone and sitting there talking to my parents, and I am 
overhearing this conversation.  The doctor takes the phone from my wife, and he 
is talking to my parents.  Now, my parents are 15 hours away in [another state].  
And the doctor tells my parents, “If you want to see him alive, you need to get 
here tonight.”  I went into shock; they had to put some medicine in my IV.  I’m 
like, “What do you mean I’m going to die?” 
   
His neurologist arrived and said if he did immediate surgery on him, he might be able to 
save him, but Arnold had to sign for it.  The doctor could not guarantee it, but he said he 
would try, and without the surgery, Arnold would die.  Heavily medicated, Arnold began 
to see things that were not there: 
They had me on all this strong medication; I was hallucinating.  We grew up with 
this family dog.  My parents came to visit me, and I would ask them, “Did y'all 
bring the dog?”  And the dog has been dead ten years.  I clearly saw the dog.  It 
would jump on my bed; it was barking; I was rubbing the dog; petting the dog.  I 
was clearly hallucinating.  
 
 Arnold had never asked for help before in his life, and he was taught to never cry 
or be emotional, but to remain strong, “I’m not a very emotional person.  My Dad is an 
alpha male, and he trained me to be an alpha male; we just don’t cry in front of people.  
And I just lost it.”  He reflected that it was very tough to be so dependent on others.  
Arnold remained hospitalized for several months.  His voice changed and he described 
how a bath aid came home with him following his release:  
Until that day, I had never asked for help in my life. I could always make it. It was 
tough to be reduced to nothing.  I did nine months in the hospital, and when I 
came home, they had a bath aid.  And, my God, some of the worst days of my life 
was having this bath aid bathe me and dress me, comb my hair and brush my 
teeth.   
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One of Arnold’s biggest challenges was that his bowels were not functioning.  
Arnold went to a rehabilitation facility where three very petite women attempted to help 
him, but they were unable to even lift his leg.  The nurse had to stimulate the bowels in 
order for Arnold to have a bowel movement.  They had to bring in a 1,000-pound Hoyer 
lift and insert a suppository and put in a digi-stint which was then followed by 
transferring him onto the pot so he could go.  For Arnold, this treatment was the most 
dehumanizing experience that he went through:  
The bowel program; none of my bowels worked.  Some of the worst, the darkest 
days of my life -- I wish – I hope no one ever had to go through that.  You have to 
leave your pride at the door; you have to put your dignity in a shoe box; and just 
kind of bear it.  So they bring in this 1,000 pound Hoyer lift.  And this lady said, 
“This is the first time in our bowel program, and we have to insert this 
suppository and put in a stint, and then we are going to have to lift you up to your 
pot so you can go.”  There, again, I’m hearing the words; I’m kind of zoned out, 
not listening.  I didn’t even know what a digi-stint was.  When it started and she 
did the digi-stint, even though I had zero feeling, I couldn’t feel a thing, I knew 
mentally what she was doing, and just knowing was horrifying.  I felt less than a 
man. 
 
Arnold described spending many days in bed struggling with depressive feelings.  
He calls those days his “check-out” days.  Arnold became so depressed that he wanted to 
commit suicide.  However, he could not commit suicide, because he was physically 
unable to do it and offered to pay his bath aid to help him:     
I said, “I would rather die than go through this again.”  It was that bad for me.  
Everything else in my injury I could deal with, but that whole bowel program, it 
really stripped me of everything I had emotionally…I will tell you, there is zero 
strength when I am alone, when the lights are off, when my back is hurt and no 
one is looking, there is absolutely zero strength.  I suffer a lot by myself.  I am a 
very closed off person.  But people looking at me will never know.  I have often 
thought about suicide, in the beginning phases of my injury.  I have even 
attempted to pay my bath aid to help me, and they wouldn’t. 
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When asked what changed Arnold’s mind and stopped him from killing himself he 
replied:  
If I could have, then we wouldn’t be having this conversation.  You have to be 
extremely creative, as a quad, to kill yourself. It’s not as easy as other people: 
able-bodied people.  I think about the return.  I kind of got a little glimmer of hope 
that this thing might be possible, so I really didn’t need to kill myself today.  I 
would always say, “Let’s wait until tomorrow and see what happens tomorrow.”  
So, I am still waiting on tomorrow.  
 
According to Arnold, his doctors and nurses struggled to understand his complete denial 
of his condition.  He refused to get a wheelchair.  When one medical professional came in 
with a wheelchair, Arnold said:  
It was physically and emotionally traumatizing.  I never accepted it.  I never 
accepted the fact that I would be a quadriplegic or that I even got hurt.  I never got 
a wheelchair.  They would often send these representatives in to fit me for what 
they called a sit and puff wheelchair.  I just told this person, “Get out of my room.  
I don’t want to be disrespectful to you, but I don’t want your wheelchair.”  I never 
owned a wheelchair because I didn’t accept it.  Mentally, if I had taken that 
wheelchair, I would commit to the fact that I would be in that wheelchair forever. 
 
He felt that if he used a wheelchair, he would be bound to one for life.  He was released 
from the hospital on a gurney. 
 Arnold began aquatic therapy to loosen up his joints, and one day when the 
Physical Therapist (PT) was doing something to his foot, he told her that he thought he 
could feel the sensation. The PT was skeptical but she tried to get Arnold to wiggle his 
toes.  He could not do it at first, but before he got out of the pool, he did it!  When he got 
back to his room, they sat him up in bed, and he just sat there and watched himself wiggle 
his toes.  Arnold had not moved them for 20 months: 
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I automatically asked the nurse to sit me up.  I was sitting there watching my toe 
move again, and, for the first time, after 20 months, my toe moved.  And I’m like, 
wow, it’s moving.  I can do it!  And that whole night – I don’t think I slept for two 
or three days because I just spent all the time I had moving my toe (chuckling).   
 
 A week later his doctor asked him about his bowels.  He had a catheter in at the 
time, and the doctor wanted to move him to a different kind of catheter, but first he 
needed to know if he could have an erection by himself and if he could control it.  Arnold 
did not believe he could conduct the task and so a sex therapist was brought in to evaluate 
him.  After running some tests, she decided that she believed he was controlling his 
erection.  Thus, he was moved from an internal catheter to an external Texas catheter.  He 
worked on controlling his erection and controlling his bowels, so they would not go on 
their own.  He recalled, “Once I started recovering, that was the biggest thing for me was 
to regain control of my bladder and my bowels.  Everything else was a bonus.” 
He finally transitioned to an adult diaper.  Eventually he was released from the hospital.  
Because he was still refusing to use a wheelchair, his insurance company paid for him to 
receive home therapy four times a week, “I slowly moved to a diaper, which was also 
humiliating.  But my goal was to not have a wheelchair and not to have this diaper, so I 
slowly progressed away from the diaper.” 
 After 30 weeks, Arnold’s therapy sessions ended, but his PT left an exercise bike 
for Arnold.  Initially, Arnold used thera-bands to tie his feet to the pedals and he tried to 
pedal the bike.  It was discouraging, because he could not do it:   
It bothered me mostly because I was an athlete and I thought I couldn’t even pedal 
a bike.  I threw it in the corner; well, I had my wife throw it in the corner where it 
collected dust.  One day, I asked her to pull this bike out [again].  She would go to 
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work.  By this time, her FMLA was over, and she had to return to work.  She left 
at 6:00 a.m. in the morning, and she would tie my feet to this bike.  And I pedaled, 
or tried to pedal.  I would watch a 30-minute program and I would try to pedal.  I 
could maybe do five or six revolutions in 30 minutes, pouring sweat and about to 
die; I couldn’t breathe.  This went on for about eight months.  At the end of my 
eight months, I got to where I could pedal this bike an entire 30-minute program.  
I got to adjusting the tension on it, making it harder, and kind of pushing myself.  
I turned it all the way up, and I could only make it about 15 minutes.  Then I 
would rest, and then I would start back.  My wife would come home at about 6:00 
at night.  All day I just pedaled this bike and pedaled this bike.  And, my legs 
started working!   
 
 Medicaid finally approved additional home therapy for Arnold.  He describes the 
first visit:   
By this time, I got approved for Medicaid, and I got some more visits from my 
home therapist.  Connor Pierce was my home therapist.  He walked in the door 
and I was pedaling this bike.  I would tell everybody to come in through my 
garage because I couldn’t get to the door, because I didn’t have a wheelchair.  But 
I always had my garage door opener.  My wife would tie it to me.  So I would just 
hit the garage opener, and they would come in through the door.  He walked in 
and he saw me pedaling this bike, and he almost hit the roof.  He was like, holy 
crap, you’re pedaling! 
 
By the time his visits ran out with this therapist, he was able to stand for 70 to 75 
seconds.  His wife then rented a manual wheelchair for him, so he could continue out-
patient therapy.  He was encouraged, because he felt the therapy was working.  A driver 
came by every day to pick him up, and he had two hours every day of out-patient therapy. 
When he first took a step, his family made special arrangements to be with him and 
document this special event.  His first stand was 23 months after he had collapsed and 
went to ER.  Arnold recounts his turn of events in the following:  
I had two hours of therapy every day as out-patient therapy.  I started standing in 
these parallel bars.  I would stand there.  They would time me.  I would go from 
one minute to two minutes, three minutes.  And I got up to five minutes, just 
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standing there dying, sweating.  Then they started training me to take a first step.  
The first time I tried to take a step, I had eight people holding me.  They had to 
lock out my knees so my knees wouldn’t collapse, and my ankles; and they had 
people on my hips; so it was eight people total.  And my lead therapist, he is a 
senior, was in front of me. He told me, “Pick your right foot up.”  He wouldn’t let 
me look down.  He said, “Pick your right foot up, plant it; pick your left foot up.”  
I made two steps in these parallel bars, and that was monumental.  I even filmed 
it.  My wife took off that day.  My parents flew up.  We all felt it was a huge thing.  
From that day, we would go from two steps; soon we went to five, ten.  Then the 
guy said we can place the parallel bars forwards, backwards and sideways. 
 
 Arnold built a relationship with his legs.  He said that everything he did was for 
his legs.  He lost 165 pounds for his legs, because they could no longer carry 450 pounds.  
He personifies his legs and talks to them all the time, particularly his left leg, because 
most of his pain is there, and it is the one that swells.  His right leg is fairly strong, and 
Arnold approximates that his right leg is possibly 95% back to normal.  However, he 
estimates the left leg is probably only 65 to 70% recovered.  He explained:   
My left leg does all the swelling, and that’s where most of my pain is.  I do more 
talking to the left leg.  He needs a little more attention.  Oh, some days it just 
doesn’t want to go.  Some days it wants to take the day off.  We have to motivate 
the leg.  I have since returned to work, and I do a lot at work.  I have to tell the 
leg, “Let’s go; we have to make a round.”  Sometimes my team members want to 
talk to me, and my supervisors want to talk to me, so I do a lot of stopping and 
starting.  I am in considerable pain.  I wrap it, again, talking to it, trying to 
motivate it and motivate myself so that we can continue to work.   
 
 As the operations manager of a 1.6 million square foot facility, he does a lot of 
walking, and sometimes he is in considerable pain by the time he gets back to his office.  
However, he explained that he felt more like an able-bodied person when he was able to 
return to work.  He said:   
Returning to work for me was a huge milestone.  When you are injured, you are 
home, or you are in and out of medical facilities, and you kind of associate 
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yourself with being injured.  But, being an able-bodied person who does the 
“nine-to-fiver,” makes groceries, takes care of the cars, just kind of doing the 
everyday routine.  So I forced myself as quickly as possible to get back to doing 
the everyday routine so that mentally I felt more able-bodied than just laying in 
the bed all day.  Working towards more of an alpha male again.  Because that was 
all I knew.  I have to be the provider. 
 
 Arnold explained that his identity is significantly tied into being the provider role.  
He shared a story of his wife being stranded on the side of the road while he was still 
homebound with his condition.  He stated feeling so helpless, especially because his wife 
had nursed him through his health issues.  He crawled to the garage, managed to get in 
his vehicle and find a way to drive to his wife.  She had already called AA A, and he 
arrived shortly after the tow truck did.  He described how his wife severely scolded him 
for his actions by reminding Arnold that he could have been in a wreck and been hurt 
worse than he already was.  Reflecting Arnold said:  
She called me hysterical on the side of the road.  She said the car blew up and she 
was just sitting there.  I was devastated.  That was one of the – another bad day of 
my injury.  I felt helpless. My wife needed me.  She had been there with me 
through thick and thin.  She has seen me through this injury.  She has nursed me 
back to health.  And here she is, sitting on the side of the road.  I crawled to my 
truck in the garage.  And I got in my truck and I drove with a broomstick to my 
wife.  She let me have it on the side of the road.  She could not understand the 
impact that phone call had on me by not being able to care for my wife because I 
was laid up.  I would risk all that again versus lying in that bed and having my 
wife on the side of the road and me being helpless and can’t do anything about it. 
 
 Arnold expressed that the hardest thing he faces is being different.  He walks with 
a limp and much slower than previously.  He stated that people view him differently and 
he worries about what people think about him, especially since his disability has become 
less visible.  When he parks in a disabled parking space, people may wonder why he is 
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parking there, because they cannot see the disability.  He stated that in these moments he 
feels he is being judged: 
It is people viewing you as different I should say.  Even though I can walk again, I 
walk with a limp and considerably slower.  People can really view you differently.  
I am really concerned if I go out in public, and I am often wondering, “I wonder 
what they think about me.”  One thing that bothers me: if I park in one of those 
disabled spots, and I get out, it’s like people look at me [and say], “He’s not hurt; 
he doesn’t need that stall.”  That’s troubling.  It is troubling…A lot of disabilities 
people can see, like immediately.  I have a friend who is hearing impaired and 
also has a disabled parking permit.  At first look, they cannot tell this person is 
disabled or not, because they are not living with a disability.  People will form an 
opinion about you just because they don’t know.  And that troubles me a lot.  If I 
go to the gym to practice basketball, and I happen to have my chair with me, I get 
a lot of looks like “This guy doesn’t need a chair.”  I mean, if you can push your 
chair into a place and then you get in it, I kind of feel bad about that.  I just look 
around and see who is paying attention.  You don’t need a chair if you can push it 
or carry it into the door.  They judge. 
 
 He indicated that he does not feel isolated, because he has a lot of friends.  
However, when he goes to visit his parents, he stays inside with them a lot or remains in 
the car when he is out.  People from the place he grew up knew him as a star athlete 
continue to think of him as a football hero, and he is not sure how his friends from the 
past would accept his injury, so he tends to hide it from them.  Only a few close friends 
come to his parents' home to visit.  He says:  
It’s almost like having two different worlds.  I come back to [current state] where 
I am known as this spinal cord patient, and I just live a spinal cord patient life; 
then I go to [original home state] and I just live a hermit crab life. 
 
 His parents have a room in their house they call the “trophy room.”  It is filled 
with all the awards he and his five brothers—all of whom played football—earned.  
When he went home, he removed all the pictures of him standing.  He does not have 
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pictures of him standing in his own home.  He feels that he has grown into someone else 
now.  Arnold believes he moved forward and his actions reflect forming acceptance:  
…Back to the two lives.  Here, I am very open and candid.  I don’t have a 
problem with it.  But now I am thinking back.  At my parents’ house, I have 
actually removed the pictures on the wall of me standing.  My parents have this 
room, what we call the “trophy room.”  We have six boys, and we all played 
football.  There are ribbons, and trophies, and balls, and jerseys all over this room.  
I went in there, on one of my first trips home after being injured, and took down 
all the pictures of me standing.  I can’t answer why.  I don’t even have pictures up 
in my [current state] home of me standing.  I am just not that person anymore.  It’s 
not me.  I don’t know if it is trying to hide it, or if it is accepting the fact that I 
have turned the page in my life to a different chapter.  That's my way of accepting 
it.  Because I can't change it; it is what it is.  I can have up a thousand pictures in 
the world, and it won't change it.  So I have decided to just accept it by living in 
the 'now.' 
 
 His wife tells everyone that he is a fighter and that he is the strongest person in the 
world.  He explained that he is strong in front of people, but he can be very weak and 
emotional when he is alone.  He stated that reality hits home when he is alone, and he 
reflects back on how impactful the injury has been on his life.  When he is working, he 
tries not to think about it.  He said it was tough to admit his weak side, and he stated that 
he would probably “lose it” and cry when he finished the interview with the primary 
researcher.  He stated that he would beat himself up, but then he would go to his mirror 
and give himself a pep talk and motivate himself, because he would have to go to work.  
He explained that he would leave for work as though nothing had happened.  He has 
people at work who are counting on him, so he would be strong.  He stated that he would 
“check out” and schedule a “pity party” later in the day for himself.  When asked if he 
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believed it would be helpful to allow himself to grieve, his response was that working 
through his bereavement would do more harm than good: 
So at certain times throughout the day I know that I have to be in a certain place. 
My mind needs to be in a certain place.  I don’t allow myself to make excuses.  I 
can’t say, “Well, I don’t feel good today,” or “my legs hurt,” or “I’m sad today.”  I 
can’t make excuses…Some days, when the door is closed, I am very emotional; 
very weak.  I am strong in front of people.  If I am never alone, everybody in the 
world will think I am the strongest person walking.  But, the days when I am by 
myself, are the hardest days because I think reality sets in, or reality hits home.  It 
gives me time to reflect back on how impactful the injury has been on my life.  As 
long as I am go, go, go, go, I don’t think about it.  I try not to think about it.  I just 
kind of go and take care of what I need to take care of.  But when I stop and I’m at 
home, it’s pretty weak.  It’s tough to admit it.  It’s tough to say.  There again, the 
stronger side probably keeps me from being emotional.  I would beat myself up, 
and kick myself.  You walk out of the door and you are not your same cheerful, 
bubbly self.  I always feel like people know.  Are my eyes red?  Is my voice 
cracking?  Will somebody know?  Sometimes, it’s better just to not.  If you take 
yourself there, you will just be there until you snap out of it.  It’s better just not to 
take yourself there; just be happy and get through the day; put on a smile until it’s 
all over. 
 
He stated that he feels the need for deception.  He masks his other side, the 
“weaker” side.  He has to schedule his “check out” times, but sometimes emotions come 
on suddenly.  As a general rule, he tries to avoid reliving the experience.  When he 
offered to bring a walker to the hospital for the wife of a friend, who was paralyzed from 
the waist down with a staph infection, he could not go inside, because it was the same 
hospital where he was first admitted.  He reflected on his fear by saying:  
I was on my way up to this hospital and I’ll tell you, it was the same hospital I 
was in when I got hurt, and I couldn’t even go in.  I called [my friend] to the 
parking lot.  He had to get the walker and take it in.  I couldn’t even go in the 
door.  There are times when it can just hit you like a wall, and you didn’t even 
plan it.  So I don’t want to return to that place at all.  I don’t know the outcome of 
these things.  When I went to the hospital, I asked myself, “Can I walk out of this 
hospital?” Because I got wheeled out of it the first time, I was like, “I don’t think I 
272 
 
can walk out of this hospital.”  So I elected not to go in.  I’ve never been back in 
there.  I make sure all of my appointments are somewhere else… I had some real 
dark days in that hospital; some demons found…It wasn’t just the injury itself; it 
was everything that happened to me in that hospital.  With everything that took 
place in that hospital, I don’t ever want to go in it again. 
 
Arnold discussed other traumatic stress symptoms and stated that he struggles 
with nightmares.  He stated, “I don’t remember my nightmares.  My wife says I often talk 
and scream, yell, curse, in my sleep.  I actually was scheduling a sleep study today to see 
what is going on.  I don’t sleep well at all.” 
Arnold maintained that it is necessary to seek out people who are currently going 
through similar circumstances.  Whether he recovers to the same level as someone else or 
not, it still provides him a glimmer of hope.  He joined a support group whose members 
suggested playing wheelchair basketball.  Previously he was only interested in the sport 
of football, however, the coach of his local wheelchair basketball team called him, and 
Arnold agreed to go to a practice.  He fell in love with it instantly.  He formed some good 
relationships there and saw other individuals in wheelchairs who were disabled and doing 
amazing things in the chair.  He was able to freely open up and discuss all the unique 
nuances of his experiences because his teammates had all been through similar events.  
He explained that when speaking to an able-bodied person, whom they call ‘AB,’ they do 
not understand and cannot relate to what he has been through.  He feels frustrated when 
an ‘AB’ will ask so many questions causing him to shut down to a place where he does 
not want to talk about it: 
It was tough at first, because you have so many questions.  You go through the, 
“Why me?”  You check out; you spend days in bed where you’re just mad at the 
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world, and you cry.  And you go through this rollercoaster of emotions.  I call it 
my “check-out day.”  But I don’t have so many “check-out days” anymore.  I play 
wheelchair basketball.  It’s camaraderie; it gives you the competitive edge again.  
Then, one of the big things for me is you see people who are in a chair and living 
disabled, and who are doing things in this chair that are just remarkable.  I think 
wheelchair basketball kind of jump started the whole – it jump started me not 
checking out so much, because I had an outlet.  Then, you are there with your 
teammates, and everybody is going through what you are going through, so you 
don’t have to be ashamed.  You can feel free to discuss your bowel problems.  
They are all going through it.  Nobody is holding anything back.  If you are in a 
conversation with someone we call “AB,” able-bodied, and you say, “catheter,” or 
“cathing,” they have no clue.  Then you get a million questions.  And it’s just like, 
why bother?  When I am with my team, they all know.  So I am okay.   
 
 Arnold is extremely competitive and has also tried out for the para-power lifting 
Olympic team:  
On February the 9
th
, I tried out for the para-power lifting Olympic team.  So I 
have sought out other sports that I can do to keep me active.  Hopefully, in the 
next four years, I can make the power lifting team.  This year, I kind of missed it 
by a little over 35 pounds.  But we’ll get there. 
 
He keeps setting more and more goals for himself.  For example, initially, he was on 31 
pills when he left the hospital.  He had a goal of minimizing his prescriptions and now he 
is only taking one pill a day. 
 While Arnold’s physical improvements were remarkable and gave him hope to 
keep pushing further ahead, Arnold developed what he stated is called ‘Recoverer's 
Remorse.’  Instead of asking himself why he got this disease, he asks why he was chosen 
to recover from it.  He walks into his spinal cord group and sees 30 people who remain in  
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a wheelchair and he wonders why he was chosen to recover.  In a pensive moment he 
said: 
It’s “recoverer’s remorse.”  That is what I was diagnosed with.  It’s kind of like 
the “Why me, do I hurt?” It’s “Why me, did I recover?”  There are countless 
people suffering from what I suffer from.  How did I get chosen to recover?  What 
makes me so special?  The second part is, whatever reason it is that I have been 
given this gift, I don’t want to fail again.  So I spend countless hours, searching 
through my life, searching through my mind to see why was I given this gift.  If I 
find the reason why, I can succeed at the reason why, so I don’t waste this second 
chance.  There has to be a reason I was chosen to recover; to help people?  I don’t 
know exactly why; but, whatever it is, I want to show my appreciation by 
succeeding at the reason why I was chosen to recover. 
 
Finding more resources of hope, he joined the Christopher Reeves Foundation, 
and he has spoken at many spinal cord centers about his injuries and how he recovered:   
My injury was so high, I joined the Christopher Reeves Foundation, and I became 
a huge, outspoken person.  He has a forum on spinal cord injuries on his board, on 
his website.  I’m on that thing all day.  I actually have it on my phone, and I’m on 
it at work, just discussing different subjects.   
 
Arnold shared that he flew out to talk to Eric LeGrand, a famous Rutgers 
defensive tackle, who was injured on the field, leaving him paralyzed from the neck 
down at the C-5 level of his spinal cord.  According to Arnold, the former player was 
very depressed, and Arnold recalled: 
When I met him, he was in the midst of the demons.  A lot of what we discussed is 
personal.  But he was in the middle of his demons, and I told him, “Man, I have 
been where you are right now, and I made it through.”  I said, “I didn’t make it 
through in a chair; I made it through on a gurney.”  I told him, “Eric, there were 
days when I woke up that I didn’t want to wake up.” 
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Arnold believes that no matter what hand is dealt to him, he should take life by the horns 
and enjoy it.  Arnold enjoys helping others help themselves.  He described his need to 
reach out to offer understanding and help to others in the following:  
One of my teammates had a flat tire.  We were going down the side of the 
highway and I told my wife, “I think that’s David.  It sure looks like him.”  So I 
pull over.  He has a flat tire with no spare.  I’m like, “What in the world!”  So he 
uses my AAA, and we wait there about two hours, then the tow truck shows up.  
They had planned on staying in the car while the car is being towed.  The tow 
truck guy says, “That’s against the safety regulations.  All parties have to exit the 
vehicle.”  Well, you’ve got three people in here suffering from CP that are 
wheelchair-bound.  How are they going to get out on the side of the highway?  So 
he [AAA tow truck driver] was like, “It’s just our rule; it’s our policy.” I ended up 
carrying the guy; well, actually, all three of them, to my vehicle because they can’t 
walk.  You can’t get the wheelchairs out on the side of the road.  So I gave them a 
piggy-back ride to my vehicle, and we drove to the next exit to get them off the 
side of the road.  That’s just what I do.  It’s what I am compelled to do. 
 
 Arnold believes that if he wastes a second chance, it will be taken from him, so he 
wants to continue giving back to others.  According to him, he lacked compassion and 
kindness before the injury, but now all he wants to do is to help others, but he wants no 
reward for it.  He states that he has become very humbled through his experiences.  He 
says that his priorities really changed after his injury.  For example, before his injury, 
Arnold took pride and pleasure in firing people.  After his injury, this value shifted 
markedly for Arnold:     
We would take pride in the number of people we terminated.  We would go have a 
beer and say, “Man, I terminated five, ten people this week.  I’m ahead of you.”  
Then you would twist it and mold it to make your conscious feel better.  You 
would say stuff like that to justify it. Not knowing that you just greatly impacted 
this family’s future.  It impacts their well-being, their livelihood; they don’t even 
have food on the table.  Oh, yeah; it was quite the conversation the number of 
terms we did in a day or a week.  I have terminated four people since the first of 
the year, and I am still really close to those four people.  I have since helped two 
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of them regain employment by doing a reference, and I am helping the others 
regain employment.  I feel like crap because I have termed four.  I can’t believe it 
took me 31 years to get like this.  I wasted my time.  I should have been like this 
all along.  I plan on taking advantage of it. 
 
  Arnold shared another story illustrating his shift in values.  He camped outside a 
Nike store at 4:00 in the morning, waiting for the store to open up at 10:00, so he could 
buy a pair of shoes that Michael Jordan released.  According to Arnold, only ten pairs 
were made for the Dream Team that went to play in Beijing and these shoes were being 
sold to collectors.  Arnold stated that he bought his shoes for $1000.00.  This purchase 
happened one month to the day of his injury.  Arnold believes that God was trying to get 
his attention and that the injury was a wakeup call for Arnold to reorganize his priorities.  
Reflecting on the event, Arnold recalled:   
I slept on the sidewalk for a pair of shoes, and God said, “Arnold, that is 
disgusting.  I cannot believe you are this type of person.”  And he zapped me, and 
he woke me up.  Now, I am not a shitty person; I like myself.  I wake up in the 
morning with a purpose.  It is fantastic!  I don’t mind doing these speaking 
engagements.  I have a purpose in life.  I truly like myself.   
 
He speaks to several groups about his personal story and seeks to encourage 
others with spinal cord injuries.  He stated that he does not want others to believe that 
simply because they are hurt and they have a spinal cord injury, life is over.  He 
expressed that he is able to refocus on himself when he talks about his injury.  Arnold 
formed meaning, a sense of spirituality, and purpose from the experiences following the  
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onset of his condition and part of his purpose is to share his story as a mean of instilling 
hope in others:   
When I get to talking about my injury, I just get recharged.  I get refocused on 
myself.  I get humbled.  It is a very humbling experience.  I don’t know.  I get 
really fired up to just go and go, and see what else I can accomplish.   
 
Exemplary Portrait “Peggy” 
 
Peggy is the second exemplary portrait, chosen because her story contains all the 
themes that emerged in the data analysis.  Peggy had open heart surgery.  She opened the 
interview with a statement of self-surprise, “I really was glad that I was asked to do this, 
because it made me realize, ‘Hey, I’ve done pretty well if I can manage all of this that I 
have to do.’” 
She began by explaining that her biggest hurdle following the surgery has been 
keeping track of her medications.  She has seven prescriptions.  Five times during the 
day, she has to take something.  Peggy is very well organized and has her own system for 
remembering which pills need to be refilled and when, and she keeps her medicine 
bottles in a plastic tub.  She has a pill cutter for her Coumadin.  She needs to have 
frequent International normalized ratio (INR) checks, and often the dosage will be 
changed, so she will need only half a dose.  Reflecting on her organization she added:   
My brain has slowed down a lot, and I can’t remember so many things when I 
want to.  So I write lots and lots of notes.  If I get it written down, I’m pretty 
reliable.  If I try to remember it, boy, it’s gone.   
 
Peggy also has to be careful with her eating.  She has to be very careful about her 
sodium intake, and she has to watch her cholesterol.  Peggy counts her caloric intake as 
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well, but primarily, it's the sodium that she keeps an eye on for herself.  Because of one of 
her medications, Peggy can no longer eat grapefruit or cranberries and stated that she 
could die if she ate them.  She is struggling to lose five pounds which, according to 
Peggy, she gained for no apparent reason.  However, Peggy has a lot of self-discipline.  
She has increased her walking and other activity, trying to get at least an hour a day of 
exercise.  Unfortunately, she is still unable to lose that five pounds causing her some 
feelings of frustration.   
Peggy feels a strong sense of self-responsibility for maintaining many of these 
self-management issues:   
I have a whole lot of responsibility to keep up with all these attentions.  There is 
so much focus on me, and I don’t really like that.  But I have to be compliant on 
all of these areas.  I figure that’s the way it has to be.  The alternative isn’t very 
attractive (laughter); right?  I can do it.  I don’t consider myself unique in any way 
because so many people are dealing with cancer and diabetes. 
 
She explains that this is simply the way it is for her and formed acceptance with 
her situation.  Peggy further explained that she lives in an assisted living facility and 
explained that all the residents are like a big family who support and help one another 
there.  For example, she was late to the interview, because she stopped to chat with a 
woman who has cancer on her leg, and Peggy offered to drive her to and from her 
surgery.   
 Peggy returned to describing her various daily challenges that she experiences.  
She gave an example regarding her injectable medications and post-hospital care:  
My experience with the Lovenox is one I will NOT do again.  You know, you 
have to put them in your stomach.  I bled; every time I poked myself, I bled 
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forever.  And I had just been in the hospital and had an IV.  And it opened up.  
And started bleeding.  And I bought these big ABD pads, and just put them on my 
tummy to keep from bleeding all over my clothes.  I was doing a lot of washing 
out of blood.  So I told the doctor.  “Never, ever again will I do this.”  “I can’t do 
Lovenox here.  I’ve got to be dressed and go down to meals.”  I said, “It just 
simply won’t work.” 
 
 On another occasion, the doctor decided to eliminate the step involving Heparin 
and put in a new pacemaker, but then Peggy developed a huge hematoma, and she bled a 
lot internally.  Her entire torso was bruised as a result. 
 Because Peggy has a weak heart, she has the pace maker to remind her heart to 
pump, and she needs to have it checked periodically to make sure that it is performing 
correctly, and that the battery in it is still running properly.  She had six years of battery 
life yet to go on it at her last checkup.  She feels that is better than one more year and 
further explained that her medical team allows it to run down to a certain minimum 
battery life before replacing it.  When it gets close to that time, she will need to have it 
checked more frequently.  The thought of replacement creates some concern for Peggy.  
She did have it replaced once and was anesthetized for the procedure, but she bled a lot, 
because they did not take her off the Coumadin, and she developed a lump.  She fears 
what the next experience will be like for her. 
 Similarly, she needs to go in for a colonoscopy, and the doctor does not plan to 
take her off the Coumadin.  Her physician was honest in explaining that it would be 
disastrous if he punctured something, but he has not made that mistake yet.  Peggy 
remarked that she has complete faith in him. 
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 Prior to her admission into the assisted living facility, and during the first year 
following her surgery, she was in and out of the hospital or ER about once a month.  It 
was a strain on her husband as he took her to all of her appointments:   
It was very stressful for my husband.  He gave up his scouts; he gave up 
everything; and just took me everywhere I had to go; and put up with me.  He has 
a hard time.  I really wasn’t worried about him.  I was aware that he had given up 
an awful lot to help me during those first weeks and months.  I know it was a 
great sacrifice for him.  I really appreciated it.  As much as I can be aware, I knew 
he was doing all that; especially hauling me around.  Driving me around before I 
could drive. 
 
 After her first surgery, she was taken to ICU, but her readings did not look 
favorable, so she was taken back for a second surgery.  She never awakened from the first 
operation.  She woke up after the second surgery and realized that her family had been 
with her throughout the day.  She started to pray and then went into a coma for ten days.   
 When she finally woke up, she was moved to a progressive unit.  She kept asking 
her family questions, because she had lost ten days, so they had to repeatedly explain to 
her what had happened to her when she was in a coma.  Initially, she was informed that 
she would be in ICU only two days, so when she was told what day it was, she thought it 
was still that first week instead of the second week.  She was annoyed that the surgery did 
not go as planned.  Furthermore, according to Peggy, her medical professionals neglected 
to inform her of the second surgery for a long time: 
I had this awareness that my kids and my husband had been there off and on, 
through the night.  Somebody was there with me all the time.  It occurred to me 
that they needed to go home and get some rest.  So I suggested that they all go 
home and get some sleep.  Then, when they left, this was really the bad time.  
When they walked out, I thought, “Oh, here I am, all by myself.  What have I 
done?”  I thought, and I started to pray.  I told the Lord, you know, “I think I’m 
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supposed to get through this.  But, right now, I’m not sure I am, so you will have 
to take over.”  I went out.  And I didn’t wake up for ten days.  One day, I woke up.  
I seemed to be pretty clear.  I asked the nurse what day it was, and she said, “It’s 
Thursday.”  I said, “Oh, I’ve been here four days.”  I had the surgery on Monday 
and I was told I was going to be in ICU two days.  Then I was trying to figure out, 
“Now, I had this surgery done this day and now it’s what day?”  My husband 
would tell me what date it was.  That doesn’t make sense.  I lost a whole week.  
So that was quite a shock.  That gave me lots of things to think about.  I was 
annoyed because it wasn’t like it was supposed to be.  I didn’t know about that 
second surgery for a long time.  My daughter said – they had no idea what was 
going on.  She said, “The only thing was, you squeezed my hand.”  So my 
daughter decided I was okay.  But I knew nothing about it.   
 
She had physical therapy three times a week following her surgery.  She learned 
that she could not go home until she could walk up and down steps, so she and her 
husband walked a lot.  Then, when she was going to be released, her husband worried 
about how he was going to take care of her at home.  At this point, Peggy was living on 
sherbet and had lost her appetite.  She slept downstairs on a hide-a-bed and would get up 
to go to the refrigerator for her sherbet.  She could not sleep for much longer than an hour 
at a time, so she never got dressed.  Her husband would go to the grocery store to get 
supplies for her:   
He was thinking how on earth is he going to cope with me.  So, he was really 
pretty stressed.  Well, I wasn’t very concerned about him.  I had my own 
problems.  I have never pushed him to tell me what it was like. 
 
Peggy described having a strong source of support through her religious community.  
People from her church brought food to her.  One particular woman took charge of 
organizing people to bring in food.  She loved having people come to the door to visit 
her.  Eventually she decided she could make some simple meals herself.   
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 Her surgery involved cutting open her leg, and it was very slow to heal.  
Therefore, she was frequently on her back with lots of pillows, and her feet elevated 
above her heart.  In these moments, she struggled with self-patience:   
I’ve got a huge scar up here on my thigh that was very slow closing.  It had to 
heal from the inside out.  So, I got a nasty scar.  I don’t go swimming anymore.  
Every time I put my foot down, it would open up again.  The only way I could get 
it to heal was to get it up higher than my heart.  It took forever to get that to stay 
closed.  Every time I would put my foot down on the floor, it would ooze or break 
clear open.  I don’t remember how long it took; but, it seemed like it was forever.  
I was not very patient.  But I tried to do everything that I knew to do to help the 
situation.   
 
She discussed how there are so many things advanced medicine can do for individuals, 
yet she believes it comes at a cost: 
What I realize is that, they have so many things that they can do for us, so that we 
get to live longer.  But the price that we pay is that, instead of dying, we live with 
a compromised health situation.   
 
She reflected that she still prefers compromised health to dying, though.  She thinks of 
other people and their health problems and explained that if given a choice, she would 
rather keep her own set of health issues as opposed to something else.  She said, “I’ll put 
up with it.  When I look around at the other people, like this lady with cancer on her leg 
that has to be cut out.  I think, ‘Well, I wouldn’t like that either.’” 
 She worries about over-extending herself, so she plans her days carefully.  She 
gets short of breath at times and has to sit down and rest: 
Another responsibility is: constantly having to monitor how I feel.  I usually plan 
every day ahead.  These are the things I need to do.  When I schedule things on 
my calendar, I look to see what else is scheduled.  I try not to load one day, 
sometimes even a week, with too many things.  I’m learning.  I’m still working on 
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that.  I don’t promise to do something for somebody or with somebody and then 
have to cancel.  That’s what I don’t want to do.  I like to estimate what I could do.   
 
 She sees seven different doctors.  She empowers herself by refusing to let them 
schedule an appointment for her.  She explained, “I don’t just accept their appointment 
times because it’s just too hard for me to make an 8:00 o’clock appointment.  So, we’re 
going to do it my way.  I am just taking charge of my situation.”  She takes responsibility 
for what is needed in preparation for her appointments:   
When I go to the dentist, I must take an antibiotic one hour before he does the 
dental work.  I really watch these appointments and my responsibility for that 
antibiotic.  I have to have it to protect those heart valves that were a part of my 
open heart surgery.   
 
She wears a Medic Alert bracelet, so people will know she has had a cardiac 
bypass graft, that she has high blood pressure and, therefore, she is on blood pressure 
medications, she has had an aortic and mitral valve implants, and she takes Coumadin.  
She has a personal number, so anyone in the hospital can call that number and get all the 
necessary information on her.  She must make sure that all the information is up to date.   
Her greatest fears are wondering how long she can still be in charge of her health 
and the uncertainty of what lies ahead for her: 
My greatest fear is wondering how long I can still be in charge of my health.  As 
long as I can do it all, I’m fine.  But, when I think about even having to turn over 
responsibility, like to my daughter, or anybody in the family, I just shudder, 
because there is just so much to look after.  Even worse, if I had to go into a 
nursing home; I don’t want to be there.  Nobody else does, either.    
 
 She was fearful the government's healthcare plan would take away her present 
supports.  She believed the healthcare plan was bad, and she hoped the plan would be 
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stopped before it went into effect.  She also expressed fears that younger healthcare staff 
would not be as relationally-focused as the older ones: 
There is also a prediction that younger healthcare staff will probably be less 
compassionate and responsive.  That’s part of our culture.  There is so much more 
emphasis on technology and, people my age, particularly, are more tuned in to the 
interpersonal kinds of support.   
 
 Peggy is very proud of the fact that her local Healthcare System has achieved the 
Magnet Status.  Peggy was a nurse, and she is very proud of the fact that the American 
Nurses' Association established the criteria for hospitals, nursing homes, and assisted 
living situations to become Magnet facilities.  When they achieve this status, she 
maintains they are the “best of the best.” 
 Peggy became proactive and invited the Magnet nurse at her local hospital to 
come to the facility where she was living to speak.  The Magnet nurse is in charge of 
making sure that everyone is performing as they should.  She invited all the staff and 
residents at the assisted living complex whom she thought should be concerned about 
making it into a Magnet facility.  According to Peggy, the facility social worker and the 
director of nursing left half way through the Magnet nurse’s presentation.  Peggy stated 
she was suspicious that they felt the facility already was the best and did not need any 
external advice on changing what they were doing.  According to Peggy, the social 
worker will say, “This is the best place in the whole area.  Why do we need to improve 
it?” 
   Peggy and others formed a family council and worked through their ombudsman 
from the state.   One of their big achievements was getting an administrator for the health 
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services hired.  The group has also met with the person in charge of marketing at the 
home, who is focused on getting funds for scholarships to help LPNs become RNs.  The 
group continues to worry about the resistance of the social worker and director of 
nursing.  They hope they may be able to achieve some other quality benchmarks, even if 
they do not become a Magnet facility. 
 Peggy said she had a strong sense of purpose in advancing the quality of life at her 
assisted living complex: 
I have this sense of being a Christian.  I think God has a reason for putting me 
here.  I’m sure it is really what drives me to invite people like the Magnet nurse 
and all, because I figure this is something I CAN do. 
 
 Peggy is very open about her heart surgery and she does not try to hide it.  She 
talks about it to anyone and has never felt isolated.  She always had good family support, 
social support, and encouragement from her church community.  She stated, “There is 
always somebody that I am in a relationship with, through it all.  And the family has been 
wonderful.  I don’t see any place in my experience where isolation would fit in at all.” 
 
When she first began physical therapy, other people who had gone through the same 
thing were there, so they had that in common and were support for each other.  She also 
enjoyed humor and laughter with them:   
Knowing that I’m not the only one that goes through this.  Some of the physical 
therapies that I had immediately following -- the first session, we were all there 
because of our heart surgeries.  So we had that in common.  We have our exercise 
time, and then we would go into another room and kind of cool down and the 
nurse would come around and take our blood pressures after our session of 
exercise.  So we would just – we were a group and felt a lot of bonding.   
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Smiling, Peggy reflected and seemed to identify with one man in her physical therapy 
group when he said to her, “You know, I have really had a good life.”  When asked how 
she herself coped with all she went through, Peggy said, “I am glad to be alive.”  
 Through it all, Peggy did feel a sense of personal power.  She feels she relied on 
herself fairly well and took charge of things.   
 She had tremendous faith in her doctors and the healthcare system.  She told a 
concluding story about her doctors going to a program to upgrade their licenses.  Neither 
of her doctors knew the other was going to be there until they ran into one another at the 
conference.  They talked about her there and returned home, convinced that they needed 
to do the surgery they performed on her.  She believed this was an act of divine 
intervention and stated, “I appreciate my life that they extended.  I’m not always 
conscious of it.  But it’s there.”   
 She concluded by sharing when she returned to ICU with her daughter sometime 
after the surgery and seeing it differently than she remembered it:   
That prayer that I said that night before I blanked out, you know, was another part 
of that: my conscious moment.  Something kind of funny was that – because my 
family had left and I felt so alone; and the nurse had gone; and I thought here I am 
all by myself.  I just felt that was my low point.  So, when I was telling my 
daughter about it later, I said, “There was nobody around.”  She said, “Mom, the 
nurse was right around the corner; she was watching that monitor all the time; she 
knew everything that was going on.”  I think I told her that when the nurse walked 
out, she pulled the curtain.  She said, “There wasn’t even a curtain there.”  It was a 
long time before I even wanted to go back to the ICU.  One time, my daughter and 
I were together at the hospital.  She said, “Do you want to go in there?”  I said, 
“No, I’m not ready.”  There was just so much that was weird about that 
experience.  But, eventually, I did.  I found the spot where I knew I was.  It wasn’t 
anything like I remembered. I thought, “Boy, what my mind was doing during that 
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time.”  Well, just something that you can’t really make good sense out of.  I just 
kind of park it over here and try to figure it out later. 
 
Core Themes 
Ten core, composite themes emerged across the data sets.  Each of these ten core 
composite themes and their sub-categorical themes will be presented in this section.  
Participants’ individual depictions as well as the exemplary portraits will be frequently 
referenced in order to demonstrate these sub-categorical themes and their overarching 
dominant themes.  Four of the core themes initially found among the first eight archival 
data sets (Pogge, 2011) and were discovered to persist across the new three interviews 
and were therefore retained.  Those initial four dominant themes uncovered included: 
isolation versus being alone, resignation versus acceptance, external denial versus 
internal coping, and distancing from symptoms versus symptom-management.  Deeper 
analysis of the eight archival data sets along with analysis of the new three data sets 
uncovered six more core themes across all eleven data sets which included: uncertainty 
versus trust, visibility versus invisibility, power and control, trauma, identity, and coping.  
The core theme of power and control included subcategory themes which consisted of: 
side effects and comorbidity of symptoms, financial stressors, burdening fears, earning 
life, attention, and treatment compliance.  The core theme of trauma included: pain, 
affect, fear of hospitals, stigma, and traumatic stress.  The core theme of identity 
encompassed two aspects, the first being intersecting diversity identities and the second 
gender identity and disability.  Finally, the core theme of coping included: support, the 
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‘could be worse’ phenomenon, humor, talking helps, spirituality, compensation and 
creative adjustment, changes in physical aids, proactive with health, freedom and 
independence, meaning-making, here and now, and living.   
Isolation versus Being Alone   
Participants described isolation versus being alone as very different experiences.  
They discussed feeling that they were not isolated, because they had strong social 
support.  They also had a strong need for alone time and would intentionally carve out 
time to remove themselves from the company of others.  These experiences were also not 
couched as forms of isolation, but instead appeared to be forms of self-care, 
independence, and self-rejuvenation.  
Resignation versus Acceptance   
The second theme that appeared across the interviews was resignation versus 
acceptance.  Participants appeared to develop a sense of their limitations at some point 
during their illness.  Some described feeling a sense of loss in not being able to do the 
things they once enjoyed.  However, this was often followed by remarks describing how 
they have compensated by developing new hobbies and interests.  Some participants 
appeared to be frustrated or exhausted from battling with the illness and gave a sense of 
resignation.  However, on the flip side of that resignation, appeared to stem a feeling of 
acceptance, which is framed in a more positive light by the participants.  Many of the 
participants focused on what they still can do, how their family has bonded more closely 
in support, and how they find creative, alternative ways of functioning.  
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External Denial versus Internal Coping   
The third theme which emerged among the interviews was a tendency to explain 
how participants did not often think about their symptoms and that this was a way to 
embrace living.  Yet, multiple participants discussed losses in the ability to conduct their 
hobbies or to do basic care for themselves, such as buttoning a shirt or being able to drive 
themselves places.  Among multiple interviews, a phrase came up in which more than one 
participant would describe these losses but would quickly add the tag phrase: “But it 
doesn’t bother me.”  While on the surface it could be perceived that participants were in 
denial about their situations and ignoring the painful realities of the limiting effects of 
their illnesses, I believe a deeper understanding of the interviews reveals that it can also 
be framed as a coping strategy, in which participants refocus their energy toward the 
more positive aspects of their lives.  These issues may look like denial on the surface, but 
instead these behaviors may indicate movement toward healthier ways of being through 
freedom from symptoms of preoccupying thoughts and worry.  This finding is 
particularly important in better understanding the complexities of how individuals live 
and cope with a medical condition and cautions against health professionals and able-
bodied individuals from leaping to inaccurate assumptions.   
Distancing from Symptoms versus Symptom-management   
The fourth theme that emerged was participants distancing themselves from their 
illness by actively ignoring their symptoms and redirecting focus elsewhere, while at the 
same time they needed to be rigorous about symptom management.  For example, many 
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participants reported avoiding focus on their illness, and yet they would describe 
extensive daily regiments like physical therapy, diet, taking prescriptions, attending 
doctor’s visits, and contending with side effects of medications.  While it appeared 
paradoxical, participants described an experience of making these regiments of self-care 
as merely just a part of their day.  In other words, these experiences of symptom-
management became a part of automatic functioning and routine, much like brushing 
one’s teeth or basic bathing practices.  Some participants were rigorous with their 
symptom management, and others tried to dismiss their symptoms and were less 
compliant with their health regiments (Pogge, 2011).  Expanding on the themes noted in 
symptoms management versus distancing of symptoms, the more recent interviews 
continued to reveal an attitude that management of conditions is part of routine living.  
Managing symptoms becomes so integrated into daily life that it is much like brushing 
teeth or combing hair and participants verbalized an attitude of symptoms being ‘just life’ 
or ‘it just is what it is.’   
Age and onset of disability.  There was some evidence that suggested that the 
onset of the illness, as well as age bracket, may impact how chronic illness is experienced 
among different age groups.  For example, older participants described sharing their 
experiences of illness among many others in their peer group, while younger participants 
tended to have healthy peers who were free of illness or medical conditions.  Contrary to 
other qualitative studies, which found that participants may prefer death to living in pain, 
the present study uncovered an extraordinary will to live and persevere.   
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Coping   
Across all the data sets, coping was illustrated in a variety of ways.  Some 
participants described getting involved with sports teams and playing wheelchair 
basketball.  Some described community involvement, such as, Ron who reported 
belonging to many local organizations.  However, others coped by avoiding over 
committing themselves.  Peggy discussed how she is careful about drawing boundaries 
for herself and not scheduling too many activities on any given day.  Samantha’s form of 
coping was experiencing movies.  However, getting out for a movie became an 
increasingly large challenge for Samantha and her sister.  Samantha’s form of coping 
became disrupted by increasing compounding factors of disability creating feelings of 
loss and fears about burden.  Therefore, her coping was readjusted to experiencing 
movies inside the home to accommodate this coping style.  Samantha’s example of shifts 
in coping style lends credence to the importance of compensation and creative adjustment 
as a theme found among the data sets, which will later be presented.  Her change in 
coping also provides support for another theme involving fears of burden, which will also 
be discussed later in this chapter. 
Support.  The theme of support appeared to be demonstrated across all of the 
depictions.  Each participant found different ways of attaining support.  Some relied on 
social support of friends and family, others experienced support through support groups 
and shared activities, some turned to their religious and spiritual communities, and others 
utilized online resources, such as, Arnold’s report of connecting with the Christopher 
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Reeve Foundation.  Christopher Reeve’s hopes and dreams discussed in the introduction 
chapter appear to be realized as a source of support and understanding for many 
individuals, but has also become a place of solace for Arnold in the present investigation.  
A noteworthy point made by Mark in his depiction occurred when he 
distinguished support from feelings of understanding.  He described feeling supported by 
family and loved ones, yet, he identified that he had recently encountered another young 
person living with Crohn’s disease and that he was interested in connecting with this 
individual.  He explained that while loved ones may support him, he feels that they 
struggle to truly understand the experience of the disease.  Similarly, he remarked on how 
the medical staff may be caring and supportive, but he struggled to feel that these 
individuals genuinely understood his internal process.  For Mark, understanding appeared 
to be an aspect of support but a separate and distinct phenomenological construct.  
Another unexpected finding took place when Peggy appeared to avoid exploring 
her spouse’s experience of her illness and his experiences of care-giving.  She remarked 
about how she had “her own problems to deal with” and seemed to bypass concerns and 
feelings of guilt about her husband experiencing care-giver burden.  Was this a form of 
denial?  Was this a form of coping?  Was this Peggy focusing strictly on what is in front 
of her in the here-and-now?  Peggy’s ability to feel love and support from her spouse 
while side-stepping much of the guilt expressed by other participants, such as, 
Samantha’s expressions of guilt, connected to social support was noteworthy.    
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The ‘Could be worse phenomenon’.  Participants consistently discussed 
retaining ideas in which their symptoms and personal circumstances ‘could be worse.’  
Often they would also compare their chronic illness or disability to a different medical 
condition and perceived other conditions as harder to manage.  Participants would 
evaluate their present situation more favorably by perceiving others in a harsher state or 
feeling gratitude that their symptoms had not further deteriorated.  While Joseph 
struggled to cope with how his disability impacted his career as a dentist, he described a 
sense that things ‘could be worse’ and that he was grateful for what he had in life.  Peggy 
echoed these thoughts when she mentioned a friend struggling with cancer and expressed 
feelings of relief in not going through the same struggles.  Arnold reflected on how he 
had improved and could recognize how things could be harder for him.  Martha 
compared herself to other patients experiencing different types of diabetes and perceived 
herself as fortunate.  Jason shared similar thoughts about his fears that a different 
condition could have left him “wheelchair bound.”  The ‘could be worse’ attitude was 
similar in nature to another related phenomenological process of attributing management 
of conditions as ‘just life.’  
A related noteworthy finding which emerged among the data sets occurred when 
Ron, Mickey, and Martha all described that others around them appeared to worry about 
their conditions more than them.  This phenomenological process was nicely crystallized 
by Ron’s self-report that he began to wonder if he needed to seek psychological help 
because he was not experiencing the negative reactions and anxiety that his social support 
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thought he should be experiencing.  For Ron, not only did he lack worry about the future, 
but instead he felt quite positive about his future and this was an unexpected and 
inexplicable personal reaction on behalf of others in his life.       
Humor.  One of the key forms of coping which emerged across the data sets was 
a sense of humor.  This coping strategy of levity was frequently referenced by 
participants and many of them joked throughout the interviews.  Mickey described not 
only his need to laugh, but also a need to elicit laughter in others including his physician 
and healthcare professionals.  Similarly, Samantha was another strong example of this 
theme when she joked about the loss of her ability to speak.  A similar finding was a 
feeling of optimism expressed among multiple participants.  Many participants including 
Jason, Martha, Mickey, and Mark described holding a positive attitude about their 
conditions and their lives.   
Talking helps.  In multiple depictions, participants described how sharing their 
experiences with social support, family, community, and support groups were helpful to 
their overall sense of well-being.  The interview itself was referenced as a source of 
encouragement and healing for multiple participants including Joseph, Martha, and 
Peggy.  Joseph reported that he never discussed his experiences of trauma and depression 
with anyone in the mental health profession.  Joseph further stated that he struggled to 
share his experiences with anyone including his wife but that the interview was the first 
time he had opened up about his experience and it elicited positive feelings for him upon 
conclusion of the interview.  This finding underscores the implication about the relevance 
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and importance for individuals who struggle with their experiences of chronic illness and 
disability to either seek psychological services or to find a safe person to talk to within 
their social support system.      
Spirituality.  A theme of spirituality consistently emerged across the data sets in 
which participants would describe the importance of having a faith to help sustain them.  
Spirituality was utilized as a source of coping and it also appeared to be a form of 
meaning-making for some participants.  For example, Ron described praying for his life 
and feeling thankful despite the loss of his leg.  Mickey works as a youth leader in a 
church and discussed relying on his faith to inform both his vocation and sense of coping.  
Similarly, women participants echoed the importance of spirituality.  Peggy turned to 
prayer shortly before slipping into a coma and Samantha believes that her perseverance to 
keep living is driven by divinity.  Across all participants, spirituality emerged as a 
positive and important aspect of how they cope and make sense of their circumstances.   
Compensation and creative adjustment.  Each of the participants described 
various creative ways of overcoming personal limitations by finding unique ways to 
function through different forms of compensation.  There was a range of how this theme 
presented itself.  Ron illustrated compensation by switching his throwing and catching 
hands.  Brad adjusted by using a tablespoon to eat and wears pull-over sweaters to avoid 
button-up shirts.  Jason self-identified his creativity by referring to himself as a “monkey 
man” when he relies on his upper body strength to hoist himself up into a truck.  
Samantha may not be able to see movies, but she continues to experience them by 
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listening.  Perhaps an aspect of compensation is organizational skill development.  For 
example, Ron may need more time to get himself ready to go to work.  In order to 
account for this extra needed time, he organized himself by planning ahead and laying out 
his clothes for the next day.  Similarly, Peggy adjusted to changes in her lifestyle by 
organizing her medications and designing a personal system for herself to manage her 
care.  While Peggy made smaller changes by acquiring medicine tubs, some participants 
demonstrated much bigger changes in behaviors, such as, Ron’s purchase of a utility 
vehicle to compensate for the difficulties of driving in snowy conditions.  He declared the 
large purchase as “adapting” to the situation.       
Changes in physical aids.  As there can be an ebb and flow of symptoms over 
time, naturally there are shifts in physical aids.  Jason described needing crutches 
depending on the fluctuation of his pain and strength levels.  Ron needed to utilize a 
wheelchair for a few months but eventually transitioned back to walking.  Similarly, 
Martha struggled with changes in her footwear.  When participants would experience a 
rise in symptoms or a decline in their overall health, physical aids helped provide 
assistance during these periods of time.   
Proactive with health.  Participants described tendencies toward being proactive 
or a desire to be more proactive with their health.  Jason reported that he researched his 
symptoms online and sought different medical opinions.  Rhonda echoed this attitude by 
describing her journey of research, pursuing multiple facilities, and grappling with her 
inner turmoil of trying to arrive at medical decisions which felt right for her.  Meanwhile, 
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Arnold refused a wheelchair and actively worked on his physical therapy to regain his 
ability to walk despite medical opinions to the contrary.  Joseph described changes in his 
nutrition and experimenting with more holistic forms of health.  In multiple ways, 
participants took charge of their health through diet, exercise, attending doctor’s 
appointments, and exploring natural remedies.  Becoming proactive with health may also 
be an aspect of feeling more empowered and taking back control, which will be explored 
more fully in a later section.    
Freedom and independence.  Freedom and independence appeared to emerge 
among multiple data sets.  For example, Arnold and Ron both conveyed that their 
experiences of wheelchair basketball provided them a sense of freedom.  They were free 
to have fun, to be with others, to compete, and to experience their disabilities in a much 
more positive light in an arena which transcended stigma and celebrated challenges 
through a different lens.  Freedom from constrictive emotions and physical pain appeared 
to be an important element for participants who appeared to cope with their illnesses and 
disabilities better.  When Joseph’s physical pain levels decreased, his sense of freedom to 
return to work, to try new forms of activities, and adjustment to daily living helped 
bolster his ability to cope with his new disability.  Meanwhile, loss of freedom was 
communicated as a constant barrier for many participants.  For example, Mark described 
his loss of freedoms during his hospitalizations.  Samantha struggled with loss of freedom 
in her inability to come and go as she would prefer to do in life.  Freedom and 
independence was expressed as an important aspect with respect to quality of life.       
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Meaning-making and finding purpose.   A theme which materialized across the 
depictions was a sense of forming meaning-making and discovering life purpose.  Arnold 
described finding purpose and became grounded in his sense of priorities through his 
connection with others.  For example, he shifted drastically from gaining enjoyment in 
firing employees to working diligently to retain his employees or assisting in finding 
them new employment.  Arnold’s psychological transition paralleled the drastic shifts in 
Michael J. Fox’s character presented in the introduction chapter of this dissertation.  This 
phenomenon lends credence to the perspective that experiencing vulnerability may 
potentially humble individuals to a place where priorities and purpose awaken new 
meaning and insight for this group of individuals.  
Many participants stated that they formed purpose by connecting with others.  
Ron and Arnold both described reaching out to someone else who experienced a sudden 
onset of disability.  Ron described his desire to help someone who was run over by a 
garbage truck while Arnold flew out to share his experiences with the injured Rutgers 
tackle.  Jason and Mickey echoed these feelings by discussing their need to be with others 
and to offer their sense of empathy.  Helping others appeared to become a strong source 
of coping and sustaining health.  Peggy found purpose by feeling motivated to strengthen 
the level of care at her assisted living facility.  Martha experienced her juvenile diabetes 
from the time she was a small child and grew up to enter the helping profession of 
nursing.  Mickey experienced failing organs as a child and as a teenager and soon after 
went into youth ministries in the hopes of touching others’ lives.  The researcher of this 
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dissertation struggled with chronic illness from a young age and later earned a Master’s 
degree in the helping profession of counseling psychology.   
Other participants, such as Rhonda pursued a sense of purpose differently by 
stating a strong desire to keep living and expressed a passion for her journalism.  In a 
variety of ways, participants described motivation to invest deeply and meaningfully in 
someone or something.  However, this raises a question about what it means when 
participants become increasingly ill and become unable to help others or they lose the 
ability to invest in their source of passion and life purpose?  What happens when chronic 
illness and disability interfere with participants’ source of coping strategies?  In the 
present investigation, this phenomenological interference appeared to generate increased 
feelings of depression and anxiety among participants, such as, Rhonda’s sleeplessness 
and fears about the future.  However, some participants appeared to adapt by relying on 
their skills of compensation, such as, Brad using his elbows to brace his body when 
investing in his passion of fishing.  Nonetheless, this may be a point of inquiry for 
increased examination for future studies.             
Here-and-now focus.  Across the data sets a theme emerged in which participants 
described preferring to focus on the present.  Participants described this phenomenon in 
different ways.  Some stated that they could only focus on what is in front of them and 
attempts to think about more tasks would become overwhelming.  Concentrating on one 
thing at a time was helpful in managing symptoms as well as daily tasks.  Participants 
described overcoming pain by focusing on breathing through the moment.  Some 
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participants also described a sense of embracing life and living it to the fullest by seizing 
the moment or slowing down to savor immediate positive experiences.  In other words, 
slowing down to enjoy an optimistic present focus of life events appeared to rely on the 
same here-and-now properties as overcoming the negative effects of physical pain by 
breathing through the immediacy of moment.  Maintaining a here-and-now focus 
appeared to be an important theme for participants because of this dual process.   
Careful analysis of Arnold’s exemplary portrait uncovered trends in his use of 
language, which lent additional support to this phenomenological theme.  He frequently 
used words ending with “ing” which conveyed action and movement, such as, “I’m doing 
it for my legs,” “I began walking,” “And, I’m like, wow, it’s moving,” “…they are 
watching me move my toe,” and “…doing the everyday routine.”  The usage of “ing” 
shifts words from past tense of “moved” to a present tense of “moving.”  This use of 
language pushes forward from a state of stagnation or a point in time in the past to a state 
of movement in the present.  The action of movement therefore reflects a state of here 
and now processing.  Concentrating on the immediacy of the moment may also be a 
function of the following theme in which participants appeared to embrace living.   
Living.  Perhaps one of the most interesting and dynamic findings across the data 
sets was an underlying phenomenological essence of living.  Meaning, participants 
described in various ways that they chose to face life, accept life, and embrace life.  This 
phenomenon means choosing to be in a state of "living" and that participants are in a state 
of “being.”  Participants’ experiences were not stagnant, but rather, participants were 
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“living” and appeared to be in a state of action.  Some participants described this 
phenomenon as continuing to go about their lives as normally as possible by going to 
work, tending to their daily household tasks, raising children, and engaging in social 
activities.  Some participants illustrated this theme by discussing how their lives came 
down to an ultimate choice of crawling into a hole and giving up or choosing to get out in 
life and live.   
Giving up created a sense of stagnation and potentially a welcoming of death 
while excitement, vitality, and energy represented a sense of living.  Arnold’s depiction 
captured this idea when he described his feelings of somber isolation as he ignored his 
exercise bike but then later chose to work on his health and eventually joined a 
wheelchair basketball team and enjoyed being with other people.  Arnold experienced 
what he identified as his “check-out days” in which he spent multiple days in bed and 
avoided his life until he transitioned to embracing activity again.   
This phenomenon of living was echoed in other ways by other participants.  Ron 
described sentiments of living when he talked about needing to get out each day, to be 
adventurous and try new things, and to be involved in his community.  Mickey stated a 
value of wanting to embrace what life has to offer and to enjoy the underlying existential 
human experience of what it means to live.  Peggy stated a realization that she could 
choose to die or “live with compromised health” and she stated that she would rather live 
with compromised health.   
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Both Peggy and Rhonda described how they would keep fighting to live despite 
the pain and challenges their bodies caused them.  This will to live and to embrace the 
essence of living appeared to be a core theme for participants.  Participants did often 
choose at some point to retreat into withdrawing from doing and living their lives in 
action.  Yet, participants tended to eventually move forward in a direction in which they 
chose to engage in a state of living and being in the world.      
Life often appeared relentless for many of the participants, yet, living also became 
about overcoming and transcending suffering.  To live means to keep going.  In spite of 
suffering, participants would demonstrate remarkable resiliency and would become 
engaged again with others, and stated refusals to let life pass them by.  Sometimes it 
seemed as though life caught up with participants by a shift in symptoms, changes in the 
environment, or external social support extending understanding to participants.  This 
experience of living was not a linear, progressive path, but rather, would vacillate.  
Participants would experience a good pain-free day, which would be followed by a bad 
day of suffering, which would be followed by two good days, and then another bad day.  
Sometime participants would self-sabotage by not following through with treatment 
compliance or would sink into greater depths of despair, but somehow they would rise 
again to a point of choosing to get up and begin a new day.  There was a breaking through 
pain and symptoms.  Participants would experience the ebb and flow of their illnesses 
and disability yet would hang onto a quiet resolve to keep living.    
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"Living" became the daily goal, the task itself, the state participants grew to 
understand and accept on a very existential level.  It meant life is happening right now.  
Life may be unbearable and excruciating at times.  It may feel euphoric, especially if 
participants got a second chance and "cheated death."  It meant getting up every day and 
facing it again: the struggle, the lessons, the pain, the loss, the gain, the hope, the 
satisfaction, the anguish, the love, and the range that lies between.  Living seemed to 
especially refer to the range that lies in between.  For this range translated to how 
participants managed to cope and live.  What participants felt, experienced, lost, and 
embraced compelled them to move forward and to keep living.  It compelled participants 
to be human and to be human, meant to be in a state of living.  To embrace their humanity 
provided freedom to keep living.  Perhaps, arguably the underlying core 
phenomenological essence of living with chronic illness and disability is just that, it's 
living. 
Identity 
 Participants appeared to experience changes in their identities, how they viewed 
themselves, and how they wanted to be recognized by others in their lives.  Identity 
appeared to be especially salient when examining diversity and gender variables.   
Intersecting diversity identities.  Themes of intersecting diversity identities 
emerged across the depictions.  The introduction chapter highlighted Ray Charles’ 
experience of intersecting identities of race, poverty, and disability.  Ron described a 
parallel intersection of struggling with class issues, overcoming racial oppression, and his 
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disability.  The intersection of diverse identities appeared to be an important feature for 
how participants experienced their chronic illnesses and disabilities.  Like Ron, both 
Arnold and Samantha self-identified as African-American.  They also identified 
themselves as strongly connected to their families and stated they are deeply spiritual.   
Participants described other ways their different identities appeared to intersect 
and impact their experiences of chronic illness and disability.  For example, Arnold 
described how his identity of being a person of size created challenges for the emergency 
team to get Arnold onto the gurney when he was initially discovered.  He also discussed 
how his legs could not support his size and so he needed to lose weight in order to 
compensate for the loss of strength in his legs.  Jason, Mark, and Mickey all described 
various moments of isolation by not having a shared experience of chronic illness and 
disability among their age bracket peer group.  Because Mickey is early in his career, he 
is less financially established than some of his older counterparts and this may explain 
some of his reluctance to spend money on prescriptions.  Meanwhile, Jason discussed 
how coming out about being transgendered was “easier” for him because there was an 
LGBT community available to support him when facing issues of stigma and oppression.  
Jason struggled to experience support among his age group when facing the stigma of his 
chronic illness and disability and felt very alone in this process.  Meanwhile, Peggy who 
is in her 80’s illustrated in her depiction that she feels surrounded by peers who share 
bodily challenges.  She appeared to be far less impacted by lack of within group support 
when she discussed how prevalent chronic illness and disability are among her peer 
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group.  While Peggy is surrounded by others experiencing similar health problems and 
this sense of disability community may increase feelings of understanding, it also 
highlights her age group membership as a vulnerable population to chronic illness and 
disability.   
Joseph self-identified multiple privileged demographics as a White heterosexual 
male in his 50’s who has been experiencing a thriving dental practice.  Yet, he was 
identified as an outlier among the participants due to his highly severe trauma response to 
the sudden onset of his disability.  He appeared to struggle the most in adjusting to his 
new status of disability.  He also described to some degree a psychological transition in 
which he became more humble and empathic toward other individuals.  These transitions 
may be accounted for by how recent the onset of his disability took place.  However, his 
reactions may also beg the question of how Joseph’s change in social location, in which 
he lost able-bodied privilege and joined a more marginalized group, may have also 
impacted some of his ability to adjust.   
Gender also appeared to be an intersecting identity which factored into how 
participants experienced their disability.  This particular diversity variable appeared to be 
so pronounced across the data sets that it is being presented separately in the following 
section. 
Gender identity and disability.  A theme which emerged across much of the data 
sets was the issue of gender identification.  Arnold described his need to be an “alpha 
male” and that regaining increased mobility and health equated an ability to be a 
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“provider” for his wife.  Ron, Mickey, Mark, and Joseph all described in varying ways 
how chronic illness and disability challenged issues of masculinity and gender identity.  
This appeared to hold true for Jason as well who self-identified as a female to transgender 
male.  He struggled with feeling upset that he was unable to do things for his partner and 
would fantasize about ways of protecting himself and his partner.  Gender socialization 
appeared to have a strong impact on how participants experienced their chronic illness 
and disability.  For example, there appeared to be a need to hide emotions in order to 
demonstrate strength.  For example, Arnold described “losing it” behind closed doors 
where no one else would see his vulnerability.  However, to some degree hiding of affect 
may be an adaptable form of compartmentalization.  Arnold discussed a need to contain 
his emotions in order to function through his work day and speaking engagements.   
Gender identification appeared to impact women participants as well.  For 
example, Martha expressed maternal fears of passing her diabetes onto her children.  The 
women also appeared to be more invested in their healthcare and that these tendencies 
appeared to emerge more easily for them when compared to their male counterparts.  For 
example, Peggy was diligent about attending doctor appointments, refilling prescriptions, 
and in general attending to her health, which was starkly contrasted to Mickey’s treatment 
compliance.   
Rhonda wanted to expand her identity beyond her illness.  While she was invested 
in her work life, she also described her need to be identified by her roles as a mother and 
grandmother.  Balancing a variety of roles appeared to be more important to her, whereas, 
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serving as a provider, working, and being perceived as strong and stoic appeared to be 
more valued by the men-identified participants.        
Trauma  
There appeared to be multiple examples of traumatic stress emerging across the 
data sets.  Some participants described how they were diagnosed and described these 
experiences much like a flashbulb memory phenomenon.  They could remember in 
graphic detail how things smelled, sounds they heard, words spoken, and the impact of 
receiving the initial news about their health.  Arnold described the sound of his nose 
being broken while Rhonda disclosed feelings of shock about her cancer diagnosis.  
Joseph recalled the full story much like a scene from a movie as he described holding the 
towel around his bleeding hand after getting off his lawn mower.  Each of these stories 
was told with a lot of imagery and detail as if they were reliving the experience in the 
immediate present moment.  Other participants struggled with memories and experienced 
confusion and loss of time, such as, Peggy.  She described how she could not accurately 
remember what happened to her after she slipped into a coma and lost ten days of time.  
She was unaware that her body had gone through a second surgery until someone told her 
much later.  Peggy illustrated feelings of fear and anxiety when she was reluctant to 
return to the hospital following her recovery.  Similarly, Peggy emphasized in her story 
praying before the coma took place, the connection her daughter felt when Peggy 
squeezed her hand during Peggy’s coma, and her gratitude to be alive when she awoke.  
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All of these aspects pointed to ways Peggy coped with the trauma of experiencing a coma 
and the aftermath. 
Traumatic symptoms ranged from Brad tearing buttons off in anger to Joseph’s 
description of nightmares and panic attacks to Rhonda’s struggles with anxiety.  
Symptoms of trauma could be triggered by day to day behaviors which created physical 
challenges, such as, struggling to eat with utensils and experiencing frustration with this 
task.  The sensation of pain itself became a trigger for traumatic expression to occur 
among some of the participants.  The more physical pain emerged, the stronger the 
reminder of the individual’s vulnerability and personal anguish of living inside a body 
which caused physical torment.  Mark explained how a stomach ache would elicit 
feelings of anxiety and uncertainty as the sensation would lead to fears about what the 
symptoms may mean for him again.  Time of day may have been an activating trigger for 
Joseph’s feelings of traumatic stress.  He stated that he would drink around dinner time 
which coincided with the approximate time of day his accident took place.  Looking at 
the part of the body which caused the health condition to begin with also appeared to be a 
source of activating feelings of trauma, such as, noticing the absence of fingers when 
reaching for a credit card.  Returning to work for Joseph became a triggering event.  
Joseph uses his hands constantly in his profession as a dentist and, therefore, he is 
consistently reminded of the personal loss of his fingers and the initial trauma.  Likewise, 
Arnold and Peggy both described returning to the hospital as triggering feelings of 
traumatic stress.   
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Feelings of being unique or special as a result of the chronic illness and disability 
appeared among some of the data sets.  For example, Joseph described feeling perceived 
as standing apart from others resulting in painful feelings of social alienation.  Similarly, 
Arnold reported both negative and positive feelings about how his experiences provided 
him insights about himself and his worldview, which seemed to elicit feelings of 
specialness.  Many of the participants expressed a fundamental existential need to 
overcome the trauma as though remaining in a state of traumatic stress equated not living 
or at the very least impacted the quality of living.  Experiences of trauma were also 
expressed by various forms of affective responses including: humiliation, anxiety, 
depression, loss, grief, panic, guilt, shame, confusion, and suicidal feelings.  These 
affective responses will be discussed more in-depth in a later section.   
Stigma.   Consistently, there was a fear of stigma related to the experience of 
chronic illness and disability.  Brad kept his tremors hidden as much as possible to avoid 
public scrutiny.  Arnold described his fears of how others would interact with him as a 
person of disability.  Samantha reported that she typically does not disclose her 
conditions and prefers to keep her health issues private.  Rhonda feared that her identity 
was tied to her cancer status and expressed a desire to be known for one of her many 
different life roles.  Possibly, the most striking example of the effects of stigma occurred 
in Joseph’s depiction as he described fearing others’ reactions when he reaches for his 
credit card.  This theme of stigma appeared to lead to internalized ableism, self-doubt, 
and lowered self-worth followed by subsequent working behaviors to overcome stigma.  
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For example, Rhonda equated her ability to work with her self-worth and preferred to be 
recognized for this aspect of her identity.  Similarly, Ron prided his identity on his 
accomplishments in his managerial position.  Mark may have been perceived by others as 
overworking and not resting while in the hospital, yet, he experienced doing work on his 
laptop from his hospital bed as keeping his mind busy.  Jason described fears of being 
labeled “lazy.”  This fear was so impactful that he would go to great lengths to avoid this 
stigmatizing label and would work on household tasks to the point of crying from intense 
pain levels.  This finding may also explain the emergence of self-blame for multiple 
participants.  Samantha struggled so much with self-blame, that she preferred to isolate 
herself as a way to protect her loved ones from her symptoms of agitation resulting from 
changes in blood sugars.  Joseph paralleled Samantha’s self-blame when he wrestled with 
constant anguish over putting his hand down into the blades.  On a daily basis, Joseph 
ruminates over the events of the accident by persistently shaming his actions.   
Fear of hospitals.  Participants who disclosed hospitalizations described anxiety 
and fears linked to these events, particularly when left alone.  Peggy described her fear of 
returning to the hospital following her coma.  Mark described feelings of loneliness and 
anxiety about loss of freedom while in the hospital.  Rhonda reported multiple 
experiences in which she felt as though she was treated very poorly during her hospital 
stay.  Arnold described his inability to go back into the building where he was 
hospitalized and stated that he intentionally schedules appointments elsewhere.  
Development of fearing hospitals appeared to be a symptom of traumatic stress.   
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Affect.  Consistently across the data sets, expressions of emotions emerged.  
Some participants expressed humiliation, anxiety, depression, loss, grief, panic, guilt, 
shame, confusion, and suicidal feelings.  In addition to feelings of trauma, many 
participants described going through phases of bereavement and loss.  Feelings of loss 
were tied to sadness over changes in pain levels, functionality, physical appearance, 
relationships, finances, hobbies, and jobs.  Grief seemed to be a natural experience for 
many participants and when these experiences appeared to not be validated, participants 
struggled to move forward and accept their illnesses.  For example, Rhonda struggled to 
feel supported and validated in her experiences of sadness, confusion, and uncertainty 
about her future.  Many negative affective responses were found among the data sets; 
however, there were also expressions of positive affect.  While Rhonda stated feelings of 
hopelessness, Martha expressed that she was full of hope.  Participants also discussed 
feelings of joy and a sense of embracing life.    
Pain.  Experiences of physical pain appeared to have a strong impact on how 
participants experienced the quality of their lives.  Rhonda, Jason, Joseph, and Arnold 
particularly described grappling with the effects of physical pain on their lives.  In some 
cases, pain became so unbearable that feelings of suicide would emerge.  Some 
participants appeared to experience physical torture within the imprisonment of their 
bodies much like prisoners of war in an internment camp, which elicited symptoms of 
traumatic stress.  When symptoms of pain went unalleviated, emotional symptoms of 
traumatic stress, depression, and anxiety appeared to become elevated when participants 
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were unable to escape the existential confines of their bodies.  However, when pain was 
more controlled, participants discussed increased abilities to cope and manage their 
conditions and emotional reactions.  For example, Joseph initially described having 
passive suicidal ideation during his early phases of severe pain, but disclosed that this 
suicidal ideation subsided when his pain decreased and as he regained increased 
functionality.   
Power and Control   
A core theme which often appeared pertained to issues of power and control.  
Some participants remarked on the discrepancy in power between themselves and a 
medical professional.  Peggy discussed how she was better able to entrust the power of 
her care and sense of well-being when she formed a sense of divine intervention playing 
a role in her physicians’ decision-making process.  In particular, Rhonda and Mark 
described a stark contrast in power differential between themselves and their medical 
providers.   Rhonda described her anxieties in trying to trust her physicians’ differing 
opinions and feeling vulnerable as she was placing her life in their hands.  Mark 
illustrated the power discrepancy between him and the nursing team when he was lying in 
a hospital bed and perceived the nursing staff as insensitively going about their “normal 
lives.” 
Some participants described feelings of loss and anxiety when they struggled to 
maintain control of their bodies and the effects their conditions had on their lives.  
Control often meant increased sense of security, such as, Mark’s disclosure of wanting 
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more certainty in his life.  Mark’s depiction also illuminated how he would choose to 
work from his hospital bed in order to feel more productive and in control.  His 
description of struggling for patience with the length of his Crohn’s episodes and hospital 
stays illustrated a sense of waiting, or a need to fill the void of time as the clock seemed 
to slowly tick by for Mark.  Struggling to gain power over time was also echoed by other 
participants, such as, Rhonda as she faced the possibility of dying, wondering how much 
time she had left and fighting to live a little longer in time.   
Jason described feelings of power and control when he stated wondering about 
how his symptoms would suddenly shift and that he could not rely on his body.  One of 
the most remarkable examples of changes in perception in control occurred in Arnold’s 
depiction.  He explained that he wanted to regain control of his bowels and that 
everything else would be “a bonus.”  This was a marked shift from feeling angry about 
the loss of his ability to walk and function at a higher level of able-bodied privilege to 
wanting a more basic level of functioning in order to feel in control again.  Thus, power 
appears to be associated with level of debilitation but also the expressed values about the 
desired degree of control.   
Some participants struggled with what they “should do” or “should have done” in 
order to maintain their health.  Mark expressed in his depiction how he “should” be 
careful of what he eats and how he “should” be mindful of changes in his body.  
Samantha also described how she “should” do a variety of tasks to remain on top of her 
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symptoms and when she was unsuccessful in achieving what she “should” be doing, she 
described feelings of guilt.   
There also appeared to be discussion among participants of taking control of 
symptoms.  For example, Joseph sought natural medicinal remedies which included 
adjustments in nutrition and exercise.  Martha and Peggy described a sense of becoming 
empowered through changes in perception of what remained in their control.  Symptom 
management became a source for regaining control of their conditions and their lives.  
Participants would shift their focus to what they “could do” and this appeared to translate 
to a sense of feeling more in control.   
Control may also be reflected in choices made around selective self-disclosure.  
Jason discussed his challenges with hiding his disability versus opening up and sharing 
his experiences with others.  When he began to experiment with sharing his disability, he 
chose his LGBTQ community as a safe place to test these waters for himself.  Samantha 
stated that she is a private person and was careful about telling others information about 
her health conditions.  Choosing when, how, and with whom participants share their 
experiences of chronic illness and disability may reflect an increased sense of power and 
control.        
Side effects and comorbidity of conditions.  A theme which emerged across the 
participants was the experience of side effects and complication.  For example, both 
Rhonda and Jason struggled with side effects from medication and medical procedures 
attempting to alleviate symptoms and in turn creating new challenges.  Some side effect 
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complications arose from compensation, such as, Ron’s experience in which he 
developed a pressure sore from overuse of his prosthesis.  He also struggled with 
complications when he struggled to rely on an injured arm for compensation of his lower 
body.  Samantha described experiencing several health conditions, which frequently 
interacted and compounded challenges in her overall health status.  Perhaps an aspect of 
this theme involves the degree to how intrusive these conditions are for the participants.  
For example, Rhonda described how her symptoms would keep her home for multiple 
days and would cause her great physical pain to the point of sleep disturbance.  Similarly, 
Jason disclosed the intrusiveness of his seizures and how it impacted his ability to remain 
in school and sustain employment.     
Financial stressors.  Many participants described how chronic illness and 
disability impacted their finances.  Fearing medical costs, Jason put off seeing a physician 
until his symptoms escalated to the point that he was forced to be hospitalized.  He 
further explained how his hospitalizations and unreliable health impacted his job status 
rendering him unemployed and in greater anguish about financial issues.  Rhonda lived in 
a rural area and needed to travel an hour to access the care she needed.  Samantha, Ron, 
and Mickey shared personal fears about paying for prescriptions, medical care, medical 
equipment, and affording nutritious food.   
Earning life.  Themes of “earning life” or “earning a second chance at life” 
emerged across two of the participants.  Arnold self-identified that he struggles with 
“recoverer’s remorse” and spends hours wondering why he has been given this gift to 
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walk again.  While he attends his disability group to increase his sense of support, he 
feels tremendous guilt in his recovery, which becomes a double-edged sword for him.  
Grappling with his guilt, he described a need to live his life to the fullest for all 
individuals who remain in need of using a wheelchair.  Arnold appears to be in a place in 
which he is trying to earn his privilege to walk.  Similarly, Mickey described “living [his] 
life for three people” and expressed in a variety of ways how he is “earning” his organs 
and the life he has gained.  He invests as much of himself as possible in service to others 
through his friends and family and possibly through his career choice of working in youth 
ministry.  On the other hand, these behaviors may be framed more positively as the 
ability to appreciate different degrees of able-bodied privilege and the development of 
humility.  Regardless, there appeared to be a sense of earning health and life, particularly 
for these two participants.       
Burdening fears.  Each of the participants stated explicitly or alluded to some 
fear of being a burden, having been a burden, or the possibility of becoming a burden on 
someone else.  Jason illustrated these fears by revealing the physical pain he chooses to 
endure to avoid feelings of becoming a burden.  Samantha shared feelings of guilt when 
she discussed how much she relies on her sister.  She fears that her sister is “missing out” 
on life and Samantha struggles with a fear of asking too much of her loved ones.  There 
appeared to be a need to prove that participants are valuable and can give back to their 
care-givers as a means of strengthening a balance of giving and receiving between patient 
and the care-giver.  Perhaps, one of the most striking examples of this phenomenon 
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occurred in Arnold’s depiction when he drove using a broom-stick to assist his stranded 
wife along the roadside.  In a related finding, some participants appeared to cope with 
fears of burden by developing hypervigilance.  Mickey described himself as keenly in 
tune with others around him as he worried about others worrying about him.  Brad also 
kept a watchful eye on others around him fearful of being discovered as vulnerably 
struggling with his tremors or being in need of assistance.  Hypervigilance appeared to be 
adopted by Brad as a means of avoiding stigma and negative feelings of embarrassment, 
particularly in social settings.  These strategies fostered a sense of trying to avoid creating 
burden or disconnect from social support.          
Treatment compliance.  Treatment compliance was expressed in very different 
ways among the participants.  There was a sharp contrast between Mickey’s and Peggy’s 
interviews.  Mickey was resistant to taking his medication despite how much his loved 
ones and healthcare providers impressed the importance of treatment adherence upon 
him.  Peggy, on the other hand, was strict in maintaining her regimen.  When participants 
were most compliant, it appeared to occur mostly when participants were facing 
imminent dangers to their overall well-being.  Martha feared an increased degree of 
disability status when she struggled with her feet.  Arnold shifted from passive suicidal 
ideation to working diligently when there was hope that his disability status may be 
lowered.  Peggy described her motivation to be compliant by choosing “compromised 
health” over the alternative of death.  Mickey reported that he did not experience the 
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effects of his lack of compliance and, therefore, there appeared to be less imminence for 
him.   
There also may be a link to perception of control and determining independence 
and personal freedom.  For example, Mickey perceived treatment compliance as others 
telling Mickey “what to do.”  He reacted by doing the opposite in what appeared to be a 
bid for asserting independence and being in control of his decision-making process.  On 
the other side of the coin, when participants seemed to believe they chose to make 
changes in diet, exercise, and followed medical instructions, there appeared to be an 
attitude of taking back control and feeling empowered to do something about their 
situation.  In other words, treatment compliance was the very ticket back to 
independence, freedom, and perceived self-control.  This may suggest that there is an 
important element of experiencing treatment compliance as stemming from an internal 
choice being made versus experiencing treatment compliance as something imposed by 
an external source.  This theme also raises a question about potentially exploring with 
patients finding positive alternative means to feel independent.  Mark exemplified this 
result by describing his irritation with instructions to not eat the foods he enjoyed during 
a flare up of his symptoms.  However, when he considered how much he wanted to 
regain a sense of “normalcy” and routine again, he shifted his attitude and was willing to 
comply with treatment protocols.   
Attention.  A finding which emerged among some of the data sets was a theme of 
attention.  This finding is not surprising when considering how participants seek out 
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medical attention and may experience the examining eyes of a medical team as 
experiences of negative attention.  This finding appeared most saliently among male 
participants.  For example, Mickey described his need to seek out positive attention and 
wanted to deflect attention away from focusing on his failing organs.  Joseph discussed 
feelings of frustration and anxiety when he would experience others paying too close 
attention to his disability.  This finding also raises a question as to whether or not 
internalized experiences of attention are connected to how participants pay attention to 
managing their symptoms versus distancing themselves from their symptoms.       
Uncertainty versus Trust   
Uncertainty manifested in a variety of forms. There was uncertainty about 
differing medical opinions.  Participants described uncertainty about trusting how their 
bodies would respond to treatment or if they would experience deterioration.  Trust 
appeared to emerge across the data sets in which participants struggled to trust how their 
bodies would continue to hold up or decline again.  Rhonda and Jason struggled with 
feeling unsure what would happen next and whom to listen to for medical advice.  
Rhonda became so uncertain that she wondered if she deserved a “good bedside manner.”  
Uncertainty in this regard appeared to become internalized anxiety about whether or not 
positive quality healthcare is deserved by the patient.  Participants also described the 
importance of needing to build trusting relationships with social support and with their 
healthcare professionals.  Perhaps, this theme was most saliently defined by the stark 
contrast between Rhonda and Peggy.  While Rhonda struggled to trust her physicians, 
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Peggy reported complete faith in her medical team and even believed that their ability to 
assist her was divinely inspired.      
Invisibility versus Visibility of Chronic Illness and Disability   
While Arnold remained closeted in his hometown, he chose to be out about his 
disability in the state where he currently lives.  This seemed like a contradiction when he 
discussed his speaking engagements and reaching out to others about his disability.  Yet, 
despite his ability to overcome fears of others’ attitudes and perceptions, he did express 
some anxiety about sharing his disability status with individuals from his hometown, 
particularly those who remember him as a star athlete.  Similarly, Brad, and Jason 
discussed fears about the visibility of their disability statuses and expressed concern 
about how others would perceive them during a symptom flare up or when they needed 
medical aids, such as crutches.  Some of these individuals would go to great lengths to 
hide their disability, such as, Brad keeping his hands below the table and avoiding 
acceptance of coffee among peers.  Martha described being open about her health status, 
yet, her juvenile diabetes is more concealed than some of the other participants.  When 
asked if she would share her personal information with others, she seemed to be 
comfortable sharing her experiences with individuals she knew fairly well but less 
comfortable with strangers.  Samantha also expressed a desire to be selective about what 
she shared and with whom she shared information.   
It seems reasonable to conceptualize these visibility issues versus invisibility 
issues as an expression of diversity status.  When participants’ health statuses became 
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more visible, their disability statuses also became more apparent opening them up to 
increased risk to face prejudicial attitudes and discrimination.  This issue was heavily 
pronounced throughout Joseph’s depiction as he discussed stigma associated with the 
visibility of his disability followed by feelings of shame.  However, Joseph discussed 
how his experiences were beginning to reshape his worldview.  Consider that Joseph is a 
self-identified White, middle class, heterosexual man who experiences privilege in these 
identities.  The sudden onset of a disability, however, caused Joseph to lose his former 
able-bodied privilege.  Joseph appeared to be experiencing some personal growth of 
humility and empathy by being transitioned to a new social location of disability status as 
a result of having a visible condition.   
Relationship with the body.  A finding emerged among the data sets which 
pertained to how participants developed a relationship with their bodies.  Arnold 
described how he had to “motivate the leg” and “talk to the leg.”  He used language 
which included “we” as though his leg was a completely separate entity from him, and, 
yet, at the same time, he described that there was a partnership between him and his leg 
in working towards increased health.  Mark described how he learned to become more 
attune to his physiological inner cues and became aware that he could not eat poultry.  
Martha described how she developed a system of knowing how much insulin she could 
give herself by paying attention to her bodily responses to food.  Developing a 
relationship with the body appeared to not only be helpful in terms of symptom 
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management, but there also appeared to be a psychological impact of teaming together 
with the sick body part to work together.   
Participants such as Arnold described how he would care for and coach the 
injured parts of himself as though he were a loving parent encouraging a vulnerable child.  
When Arnold was able to know his body, he appeared to become more self-
compassionate.  In this regard, the ability to develop loving feelings for the part of the 
body which was afflicted appeared to help participants cope and overcome low feelings 
of self-worth and uncertainty.  
Composite Depiction “Emily” 
 
The composite depiction is developed through examination of the grand sum of 
individual depictions and analyzed for themes and emergent patterns (Moustakas, 1990).  
Moustakas (1990) defined that the composite depiction includes “all of the core meanings 
of the phenomenon as experienced by the individual participants and by the group as a 
whole” (p. 52).  A generic depiction which encompasses the core themes was generated in 
the following illustration to create the composite depiction (Moustakas).    The composite 
depiction of “Emily” is not a portrait of a single, real person. She is a prototypical 
portrayal of an “every person” living with chronic illness.  
Emily is a 43 year-old single woman who works as a paralegal in a Midwestern 
city.  When she was 35 years-old she was diagnosed with a serious and chronic disease.  
She first noticed things seemed strange when she would wake up in the middle of the 
night aching and feeling unwell.  She dismissed the symptoms and attributed them to 
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something that had happened earlier that day.  However, the pain continued to bother her 
for the next week and seemed to be increasing day by day.  Concerns expressed by her 
partner and family motivated her to go to the doctor for a check-up.  
As instructed, Emily arrived early and filled out several pages of paperwork.  
Glancing at her watch, she wondered how long she would be waiting.  She scanned the 
waiting area and noticed the other patients appeared bored as they flipped through 
magazines.  Time continued to tick by, and she grew increasingly impatient.  Feelings of  
loss of power and control began to emerge as she continued to be at the mercy of 
someone else’s schedule.   
 The nurse appeared in the doorway, and Emily’s name was called.  She stood and 
followed the nurse.  She was seated in the exam room and, after answering several 
questions, was left alone again.  Emily looked down at her body, and feelings of anxiety 
emerged as she was uncertain about what these events would mean for her.  Is this 
something serious?  Is this something easily remedied with a pill?  Will this require 
surgery?  How much will this cost?  How will this affect my family?  Question after 
question crept into her mind.  The uncertainty was growing as she waited.   
 Her doctor entered the room and gave her an examination.  Her doctor seemed 
unmoved by the symptoms and agreed with Emily that she may have merely sustained an 
injury on the job.  He told her to get some rest, prescribed her some pain medication, and 
sent her home.  However, the pain continued, and she now noticed additional symptoms.  
She returned to her physician, and he sent Emily to a specialist. 
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 When she anxiously waited with feelings of uncertainty for the specialist to enter 
the exam room, she noted his diplomas and credentials on the wall.  Seeing his 
credentials helped her breathe a sigh of relief.  She was beginning to have more faith that 
this physician may have answers for her.  The specialist came in and warmly greeted her.  
He asked her many questions and attended to her feelings of uncertainty.  He appeared 
confident about what tests needed to be ordered to establish a clear diagnosis.  He 
thoroughly described the nature and purposes of the tests and explained in great detail 
precisely what he was looking to determine.  He checked in with Emily consistently and 
inquired about how she understood the information, questions she had about moving 
forward, and how she was emotionally feeling about these issues.  Quickly rapport was 
being built between the two of them, and Emily felt increasingly reassured about her 
condition.  The process felt collaborative as the two of them spent time discussing the 
next steps in clarifying her diagnosis.  While she remained uncertain about her diagnosis 
and prognosis, she felt she could trust in her specialist.  She took relief in these feelings 
of trust and became grounded in this renewed sense of faith.  Having trust in her 
specialist’s credentials, years of experience, caring nature, and trusting in a positive 
outcome helped sustain Emily.  Forming this sense of trust in the face of uncertainty was 
important for her overall well-being and ability to cope.         
 However, when Emily went for further tests, her specialist was not there and she 
experienced everything around her as cold, stark, and sterile.  After feeling the discomfort 
of needles, being pinched, and moved around by strangers, she was once again left alone 
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with her thoughts.  She attempted to distract herself by checking her phone for messages.  
She opened her social media account and posted comments to feel connected.  Others 
would text and ask how she was doing, and while she felt connected to her loved ones, 
she still felt isolated because they were perfectly healthy, out living their lives, and 
enjoying their day.  She tried to focus on the feelings of connection, however, and 
managed to pass the time.  Her name was finally called. 
 She rose from her chair and walked to an exam room, and the pathologist came in 
with the results.  She was told she had a disease that would require surgery.  If Emily did 
not elect to have the surgery, she was at risk for losing functioning or possibly dying.  She 
was told that if the surgery was successful, she would need to undergo physical therapy to 
regain mobility.  However, her body would never be the same.  She would need to wear 
something special on part of her body on a regular basis to decrease her symptoms, and 
she would be prescribed medication for the rest of her life.  While she remained perfectly 
quiet, she was unable to fully hear the words.  Emily was in shock and struggling to 
process the news.  She asked to go home and was directed to the front office to finalize 
payment for her visit.  Getting into her car, she fumbled for her keys and dropped them 
below the seat.  Angry and scared, the tears began to flow down her cheeks.  The 
traumatic impact of the information was beginning to sink in for her.  She went home and 
shared the news with her partner who was frightened as well and unsure how to help 
Emily.  She reached for her partner, and her partner embraced her and told her how much  
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she was loved.  Her partner and her loved ones promised Emily support.  She put her 
faith in her loved ones for this was the one place in her life she could still trust.   
 Emily began to struggle with falling asleep and staying asleep.  When she did fall 
asleep, she would have nightmares about hearing the news of her diagnosis.  She had 
terrible dreams of things going wrong with her body and dying.  She would wake up 
screaming and crying.  During the day, she struggled to concentrate on her work.  She felt 
constantly on edge and agitated.  Emily became prone to angry outbursts and panic 
attacks.  She found herself having sudden flashes of the memory when she first learned 
about her condition.  Seated at her desk, she would be typing a report for her boss when 
suddenly it was as if she was back in that exam room hearing that she may lose her 
functioning and that she may die.  It was as if she was in a state of reliving the whole 
experience right here and now.  She found herself altering her route home from work to 
avoid driving past the medical building where she had initially been diagnosed and 
treated.  She began having thoughts and feelings of suicide.  Her traumatic symptoms 
became so disruptive to her daily functioning that her partner finally made an 
appointment for Emily to see a psychologist specializing in posttraumatic stress disorder.  
Eventually, seeing a psychologist and practicing relaxation, deep breathing, and 
mindfulness would help her to overcome her traumatization.    
 Throughout this period, Emily informed her boss that she would need some time 
off periodically to take care of her medical needs.  Emily was wearing clothing that 
concealed her condition.  At first her boss was not empathic to Emily’s situation.  After 
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all, she looked perfectly healthy.  However, Emily managed to convince him that she was 
in fact very ill despite the relatively invisible nature of her disease.  She quickly became 
aware that she would need to play the part of being in the sick role, possibly to the point 
of exaggerating her symptoms in order to gain support.  The next day she wore an outfit 
that while still appropriate for her office, revealed visible indications of her condition.  
Stepping off the elevator, she encountered many stares and eyes darting away from her in 
discomfort.  Conversations throughout the day became awkward, as others were unsure 
of what to say or how to be a comfort to Emily.  She immediately wanted things to go 
back to being normal.   
 Feeling confused she went home, and her partner asked how to help.  She asked 
her partner to give her some space for the evening.  She needed to be alone.  Emily went 
to her arts and crafts room and pulled out her paints.  At first it was discouraging for her.  
Her condition interfered with her ability to paint and trying to paint was painful.  She felt 
sadness at the thought of losing this hobby which had always been a source of coping in 
moments of pain and uncertainty.  She tried many different and sometimes 
unconventional ways to use her paints.  It was difficult but she could manage; it was still 
painful, but tolerable.  She began to paint and became immersed in the experience.  She 
emerged from the room reenergized from her time of coping alone in solitude.   
 In the next several months, Emily underwent surgery, physical therapy, countless 
office visits, and multiple hours of being on hold with her insurance company.  There 
were moments where she felt resigned to the experience.  She would want to crawl into a 
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hole and give up.  She would wonder why she would bother to keep trying to get better.  
At times, it all seemed pointless and futile when she would work so hard to improve only 
to have a side effect take hold, or she would experience the reemergence of her 
symptoms.  She grieved, feeling angry and sad about how this disease could happen to 
her.  She often felt hopeless.  Yet, something within Emily seemed to keep pushing her 
forward.  Like her moment of trying a different approach with the paints, she found 
herself embarking in different activities.  When she couldn’t do something she used to 
enjoy, she tried to find an alternative activity that was something in which she could 
engage.  Emily mused how she may not have ever taken the opportunity to do these new 
activities had it not been for this new situation with her disease.  She had missed out 
before, and now she realized for the first time that her chronic illness was actually 
opening doors to new and wonderful experiences for her.  Emily was forming acceptance 
of her arm and her new life.     
 One day Emily was experiencing unusually intense symptoms and found herself 
clutching at her body.  Her friends asked Emily how she was feeling.  Emily replied that 
she felt fine.  Emily’s loved ones looked quizzically at her and believed she was in denial.  
In a very well-meaning attempt to help Emily, they tried to encourage her to go home and 
rest and follow up with her doctor.  Emily was confused by the reactions.  While the 
support was clearly stemming from a caring place, it also seemed incongruent with her 
internal experience that she sincerely felt alright.  From an outside perspective, Emily 
showed external signs of denial.  However, Emily was internally coping by no longer 
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expending so much exhausting energy directly focusing on the nature of her symptoms.  
For Emily “feeling fine” had been redefined.  What felt genuinely alright for Emily might 
not feel fine for someone else, and so this created feelings of disconnect between Emily 
and others.  She realized that what others, who were external to Emily, perceived to be 
denial behaviors and a lack of acknowledging the gravity of her illness, was in fact a new 
internal way of coping and being in the world.  Simply because she chose to not talk at 
length about her symptoms every day did not mean she was in denial, but instead it meant 
that she was redirecting her physical and emotional energy toward other aspects of her 
life.  Internally, she was coping.  While she felt supported by her loved ones, it was not 
until she met someone with a similar condition that she truly felt understood. 
 Emily continued to go to physical therapy and her doctor’s appointments.  She 
picked up her prescriptions and carried on with her life.  Others would marvel at how 
many extra tasks played into her daily living.  Yet these extra activities, which had once 
seemed so taxing, became second nature to Emily.  She did not actively think about her 
symptoms.  Emily was becoming mentally disengaged from the level of rigor these tasks 
created in her life.  She was distancing from her symptoms by allowing her symptom 
management to become automatic for her.  Increasingly her symptom management 
required less and less concentrated thought as she would attend to them each day.  She 
would take her medication with her morning cup of coffee and found she enjoyed doing 
required exercises during her lunch hour.  Emily had integrated managing her symptoms 
into regular parts of her day.  It was like any other part of her day when she showered, 
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combed her hair, and packed a lunch.  Through this process of making symptom 
management automatic, she was increasingly able to devote her cognitive and emotional 
resources to other parts of her life.  She felt the immediate demands of concentrating on 
controlling her condition less and less, and she was able to mentally and emotionally 
distance herself from her symptoms.        
 Emily found that her illness became a part of her identity.  Being a woman, she 
had struggled with stereotypes that women were somehow “weaker,” and her illness 
tended to exacerbate these issues.  She had become a caregiver to her elderly father who 
was struggling with heart disease.  He was very stubborn about seeing his physician.  He 
had frequently told Emily that he did not need others’ help and that he could grin and bear 
it through the pain and discomfort.   
One day, while waiting for another appointment, Emily overheard another patient 
struggling to form a payment plan with the front office.  She realized her privilege to 
have access to good health insurance and a steady pay check to assist with the out-of-
pocket fees.  She also began to consider how her ethnic identity may influence her 
physicians, nurses, and healthcare providers when they encounter her.  While it saddened 
Emily to think that the quality of her treatment might be influenced by the color of her 
skin (whether for better or worse), she also felt grateful for the privileges she did have.  
Through all of Emily’s challenges, she became in touch with her sense of humility and 
feelings of vulnerability as a patient.  She also discovered that her vulnerabilities were the 
key to unleashing her courage, strength, and perseverance.   
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Creative Synthesis 
According to Moustakas (1990), the researcher is expected to develop a “creative 
synthesis, an original integration of the material that reflects the researcher’s intuition, 
imagination, and personal knowledge of meanings and essences of the experience” (p. 
50).  This is a project which brings together underlying phenomenological processes of 
the investigation.  I chose the artistic channel of photography as my medium to express 
some of the key themes found among the data sets.  I also chose the medium of 
photography as a means of introducing my own heuristic experience into the production 
of the materials presented.  Providing these images is a way for me to demonstrate my 
own immersion into the phenomenological explication of what it means to live with 
chronic illness and disability.   
As I began to develop the creative synthesis, I found limited photographic 
documentation of the moments when I physically felt my worst.  I formed a realization 
that during periods of my life when I was most ill, I did not want to be seen or 
photographed due to feelings of shame.  The small amount of pictures in my photo 
albums appeared to be a hole in my personal recorded history.  I believe this gap may be 
noteworthy when considering how other individuals who live with chronic illness and 
disability may have a similar experience.  I believe a fear of being photographed when 
feeling ill may be important for future scientific inquiry and research exploration.  
Despite the limited pool of photographs to choose from, I was able to assemble a 
meaningful representation of the core themes.   
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Throughout the production of the dissertation, I kept a personal log exploring my 
emergent internal experiences and paid close attention for thoughts, feelings, and forms 
of meaning-making I found for myself.  I used this phenomenological experiential self-
exploration to help inform how I would approach presentation of the photographs.  
During this methodological phase, I also explored my potential biases in order to lend 
credence to the data collected and assembled through the medium of photography.  In 
order to combat my personal biases, I spent time reexamining material presented in the 
introduction and literature review.  I also spent considerable time examining the themes 
found through the composite analysis.  While I was not able to capture on film every 
phenomenological experience expressed in the individual depictions and composite 
depiction, strong attempts were made to photograph as many of the dominant composite 
themes as possible. 
The pictures and their captions will show common themes found among the 
individual, composite, and exemplary portraits, and how I connect and differ with these 
experiences.  For example, one image portrays how I consistently surrounded myself with 
my pets and how important they were to me during my phases of flare-ups and recovery.  
Often I was unable to leave my bed and go out and visit other people, and I felt isolated 
in these moments, as I was cut off from my social support.  However, my pets were 
always close at hand and helped alleviate some of these lonely feelings.  When I would 
awaken to excruciating physical pain at 3 o’clock in the morning, it was my pets who 
were there beside me in my bed ready to bring me comfort.  Perhaps, this difference may 
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be a reflection of questions, which did not specifically pull for how animals may be a part 
of the phenomenological experience for participants.  On the other hand, this 
phenomenological aspect may reflect a unique experience that is unshared by the rest of 
the group.  Possibly, this recognition of how my pets served a comforting role in my life 
could also be perceived as a form of coping, in which case it ties well with the other 
participants.  Regardless, of this one discrepancy of feeling therapeutic effects of pets, I 
shared many of the negative and positive experiences of the other participants and found 
images to express these parallels.  These images were organized into thematic categories 
and given captions to illustrate the creative synthesis of living with chronic illness and 
disability and are presented in a separate digital attachment to this body of work.  
 
 
 
 
 
 
 
 
 
 
 
334 
 
 
 
CHAPTER V 
DISCUSSION 
 The discussion section begins with an integrative summary of the significant 
results of the study and how they relate to the literature.  This is followed by implications 
for practice, implications for research, limitations, and a final conclusion. 
Integration with the Literature 
The current investigation identified many different phenomenological experiences 
of living with chronic illness and disability.  The core themes from the analysis will be 
used as framework for integrating the literature reviewed earlier.   
Age Differences   
The current investigation revealed that older individuals had strong support from 
their peers who also struggle with chronic illness.  Younger individuals who live with 
chronic illness may have increased difficulties, because they belong to a peer group that 
tends to be more active, leaving them feeling like outsiders.  There appeared to be 
feelings of increased isolation among younger people living with chronic illness, because 
they do not tend to have peer group members who can relate to their experiences.  
Venning, Eliot, Wilson, and Kettler (2008) echoed these findings in their study examining 
the experiences of chronic illness among young people.  They reported that the 
limitations of illness among youth appeared to produce feelings of being isolated from 
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their peer group, which in turn created identity challenges.  Youth are often surrounded 
by active peers, and it may be experienced as more shameful to not be able to participate 
in activities with their fellow cohort, whereas older adults may have had time to develop 
a stronger acceptance with illness, and they may also have the shared experience of an 
ailing body among their peer group, which aids in feelings of acceptance (Venning et al., 
2008).  Thornhill, Lyons, Nouwen, and Lip (2008) support these claims by reporting in 
their study that youth who experience chronic illness are often challenged by changes in 
their identity.   Social relationships are very important to adolescents and young adults, 
and so a lack of relatedness with peers may breed an extra set of challenges for younger 
individuals living with chronic illness (Taylor, Gibson, & Franck, 2008). 
Isolation versus Being Alone   
The present study also revealed there is an important distinction to be made 
regarding feelings of isolation versus a choice being made to spend time alone.  There 
appeared to be a need to be alone as a means of gaining a source of rejuvenation and an 
opportunity to re-energize.  Solis (2006) found parallel phenomena when he described his 
personal experiences of living with Chronic Fatigue Syndrome (CFS).  He made a 
distinction between a need for recovery time and destructive tendencies to alienate 
oneself from social support.  He reported that he was often misunderstood as reclusive 
and avoidant of social settings when, in fact, he chose to stay home for the purpose of 
recharging his energy levels.  The findings from the current investigation lend support 
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that it is important to clarify and explore what terms, like being alone and isolated, mean 
among this population.    
There appeared to be increased feelings of isolation found particularly among 
younger participants in the current study.  Feelings of isolation may be precipitated by a 
variety of issues unique to people of disability.  Giddings et al. (2007) reported that when 
individuals need to rely more on their care-givers, they develop a sense of loneliness.  
People who have physical disability also experience feelings of isolation when they are 
grouped with individuals with cognitive disabilities (Bethune-Davies et al., 2006).  The 
current findings add support to prior research in this area by illuminating age-related peer 
relationships as another reason among a variety of factors that lead to feelings of isolation 
among people of disability.      
Resignation versus Acceptance   
The primary researcher noted themes pertaining to resignation versus acceptance, 
which may play a role in identity formation.  Acceptance appeared to be a positive 
integration of disability status into identity, whereas resignation was portrayed as a sense 
of giving up and was displayed in moments when participants expressed feelings of 
futility in their situations.  This conclusion was endorsed by the research analyst who 
served as a source of triangulation.  Forming acceptance was demonstrated when 
participants persevered in the face of adversity.  These findings are supported by Persson 
and Ryden (2006) who reported in their study that tackling challenges is a sign of positive 
psychological functioning.  Similarly, Charmaz (2006) found that people of disability 
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identify markers or mile-stones for themselves as a means of setting goals to work 
toward.  Younger participants in the present study appeared to be more conscious about 
integrating their experiences with illness into their sense of identity.  It is possible that 
younger people are still in a developmental phase of working through their experiences of 
living with chronic illness and disability.   
The older participants did not appear to consciously think about their illness and 
how it factored into their identity.  Rather, they appeared to have more of an ease with 
accepting and adopting it into their sense of self, lending support to the hypothesis that 
disabled individuals go through stages, or a developmental process, of forming 
acceptance with the illness.  Perhaps young people who are not born with an illness, but 
instead develop the illness later in childhood or adolescence, experience more feelings of 
adjustment due to the big change it produces in their lives.   
External-denial versus Internal Coping   
Evidence was found to support that while some participants’ remarks may appear 
on the surface as denials of their illness, these statements often revealed an inner 
experience of coping and forming acceptance of limitations.  These findings parallel 
Townsend et al. (2006) who reported that participants in their study chose to work and 
ignore the potential risks to their physical well-being, because working gave them a sense 
of purpose and bolstered their self-worth.  Richardson et al. (2007) found that there is a 
need to make the disability visible in order to be taken seriously by other people and that 
people who have illnesses that cannot be seen struggle more to legitimize their disease.  
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On the other hand, Allen and Carlson (2003) pointed out that participants in their study 
sought to conceal their disability for fear of reprisal and stigmatization.  Because there 
appears to be mixed reactions, people of disability may be perceived as inconsistent and 
unable to make up their minds as to what they need or want from other people in their 
lives.  This finding is supported by Reynolds and Prior (2003) who reported that people 
of disability constantly work on finding a balance between independence and dependence 
and that there are shifts back and forth throughout this internal process.     
Previous studies support the present investigation by suggesting that while other 
external sources may negatively perceive patients’ behaviors as denial, these behaviors 
are experienced by patients as a form of internal coping (Schokker, Stuive, et al., 2010).  
Internal coping behaviors which may appear to be stubborn acts of denial on the surface 
actually serve as self-protection from the distress of being diagnosed with a chronic 
illness.  Not only are behaviors of denial utilized as sources for internal coping, but they 
also serve to cope with the strain illness places on partnerships (Schokker, Stuive, et al.).  
Fried, McGraw, Agostini, and Tinetti (2008) reported that many participants in their study 
went through a phase of denial prior to forming acceptance.  Yu and Petrini (2010) 
similarly found that young participants used denial as a form of internal coping.  When 
compared to middle aged and older adults, younger participants had not yet developed 
additional coping strategies and therefore denial appeared to be the first psychological 
line of defense.  A related finding in the current study also revealed that this phenomenon 
of denial may be age-dependent, or a reflection that being born with a disease and never 
339 
 
knowing any other way of living, does impact the experience of chronic illness.  In other 
words, one does not miss what one never had to begin with, and so this finding may 
uncover an age contingency or reveal that the time of onset may play a part in how 
individuals function in light of the illness.   
Given the interplay of how denial and internal coping appear to function 
depending on either the perception of patients or external sources (Yu & Petrini, 2010), 
this phenomenological process may merely be two sides of the same coin.  Although 
denial may be a type of internal coping, the positive effects of denial as a coping strategy 
may be time limited (Levine et al., 1987).  Levine et al. found that patients experienced 
reductions in negative cardiac symptoms and spent less time in ICU when they 
demonstrated behaviors of denial during the early phases of myocardial infarction.  
However, these positive effects changed one year later.  After a period of 12 months, 
patients who continued to deny the realities of their illness and rejected the necessary 
treatment protocols were experiencing longer hospitalizations.  Behaviors regarded by 
others as denial and simultaneously experienced as internal coping by patients may 
actually benefit individuals during the initial period of illness onset.  However, studies 
caution that these behaviors may create harm should they go unchallenged for an 
extended period of time (Roesch et al., 2005; Taylor, 2006). 
An example of this phenomenological process first presented in the introduction 
chapter is Michael J. Fox.  Fox articulated a process of remaining in a state of denial 
about his diagnosis as a way to create a false sense of security (Fox, 2002).  Emotionally 
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he continued to live in a space prior to his diagnosis where all things were possible to 
him.  His refusal to talk about his disease with his doctors and family caught up with him 
when his condition declined to the point where he could no longer ignore the realities of 
his disease.  While denial may have been a way to cope initially with his diagnosis of 
Parkinson’s disease, this prolonged coping strategy became detrimental to Fox’s health, 
interpersonal relationships, and overall well-being (Fox, 2002).  
Distancing from Symptoms versus Symptom Management   
Individuals who develop chronic illness later in life appeared to be more 
challenged by symptoms and loss of control feelings.  This finding of onset factors may 
also reflect different attitudes toward distancing from symptoms versus symptom 
management by adopting health habits beginning early in life as opposed to later in life.  
The way individuals grow up with a serious illness and manage the daily nuances of their 
disability may parallel how many able-bodied people brush their teeth as part of their 
daily routine.  These findings are supported by Thornhill et al. (2008) who reported that 
changes in daily routine, such as diet, exercise, and prescriptions, may precipitate 
changes in identity.  
The current study showed challenges in symptom management, which are echoed 
by Bayliss et al. (2003) who pointed out that managing one condition, may undermine the 
management of another condition.  Chronic illness can lead to a variety of personal 
losses, and so distancing from symptoms may be a legitimate form of self-preservation 
(Kralik et al., 2006).  It is also noteworthy to point out how some people of disability 
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struggle to find services which address the specific needs of their particular illness, and 
therefore symptom management may be out of their hands (Bethune-Davies et al., 2006).   
Coping   
The current investigation found a broad range of coping strategies which 
encompassed: support, the ‘could be worse’ phenomenon, humor, talking helps, 
spirituality, compensation and creative adjustment, changes in physical aids, being 
proactive with health, freedom and independence, meaning-making and finding purpose, 
here-and-now focus, and living.  Similar to previous studies, learning how to cope with 
chronic illness and disability is important for daily functioning and quality of life (Kent et 
al., 2010; Merz, Malcarme, Hansdottir, Furst, Clements, & Weisman, 2009).       
The present study appeared to show that there may be a complex psychological 
process involved with how and why people of disability respond to their symptoms.  This 
finding is supported by Mayan et al. (2006) who reported that there is a process of 
reformulating a sense of self by structuring meaning around the value of suffering and 
giving to others.  It is possible that this phenomenon of being drawn toward symptoms is 
indicative of a deeper relationship with the experience and meaning-making that this 
group forms with suffering.    
Fried et al. (2008) found in their study that some participants preferred the choice 
of dying to the alternative of living with compromised health.  However, the current 
findings showed a different outcome involving a powerful determination to keep living in 
the face of physical adversity, even though a number of participants considered suicide at 
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some early point in their experience of disability.  This attitude may reflect choices about 
not succumbing to feelings of resignation.  Clinicians may mistakenly interpret this 
attitude as a form of denial about a deteriorating condition.  However, this spirit of 
perseverance seemed to be a source of internal coping. 
Identity   
The findings clearly demonstrated a complex psychological intersection of 
diversity identities taking place among each of the participants.  Individuals who 
experience marginalized identities, such as, people of color may experience compounding 
oppression through the additional layer of having a disability identity (Leach & 
Schoenberg, 2008; Wilson & Ampey-Thornhill, 2001).  This appeared to hold true for 
participants in the current investigation, particularly for participants who self-identified 
as from a lower socio-economic bracket, as a person of color, and/or as transgender. 
Compared with the other participants, one participant was identified as an outlier 
because of his more severely pronounced symptoms of traumatic stress.  His severity of 
trauma may be explained by how the onset of his disability was more recent than the 
other participants.  However, shifts in social location may have also been a contributing 
factor to symptoms of trauma.  The participant identified as an outlier self-identified 
himself as a White, heterosexual, man who had enjoyed a successful dental practice for 
many years.  Because of his racial identity, sexual orientation, education and income 
bracket, and gender group membership, he was afforded multiple experiences of privilege 
(Sue & Sue, 2003; Yoder, 2003).  Prior to his accident, he was able-bodied, which added 
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still another privileged identity to his repertoire of identity experiences.  His shift to a 
marginalized identity of disability appeared to have more significant emotional effects on 
him than some of the other participants.  This shift from able-bodied status to disability 
status also threatened his livelihood as a dentist and subsequently posed risk to his 
privilege in income status.  It is not clear whether an abrupt shift from a place of privilege 
to a disadvantaged status impacted heightened symptoms of traumatic stress, or if this 
may be a reflection of how recent the disability took hold, or possibly may be better 
explained by some other factor still unrevealed.  Regardless of the underlying motivating 
properties, it appeared noteworthy in the present investigation when examining how 
diversity and experiences of privilege intersect with an identity of disability.  
Gender was also an important feature of how the experience of disability appeared 
in presentation among the participants.  Participants who self-identified as men frequently 
described feeling emasculated by their physical limitations.  Most wished to remain 
strong and emotionally in control, key elements of male gender role socialization (Yoder, 
2003).  One of the participants who self-identified as a female-to-male transgender also 
reported a need to “protect” his partner and feeling frustrated by his disability potentially 
interfering with his ability to portray more masculine characteristics of strength and 
serving in the role as a provider (Yoder, 2003).   
When compared to the men, women participants in the present investigation 
tended to demonstrate more adherences to treatment recommendations, which is contrary 
to previous findings in the literature (Fitzgerald, Anderson, & David, 1995).  A study 
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examining gender differences in treatment compliance for diabetes found minimal 
differences between men and women (Fitzgerald et al., 1995).  Instead, men and women 
tended to have similar responses to their healthcare providers instructions for self-care 
(Fitzgerald et al., 1995).  However, the literature also suggests that women’s concerns for 
their families and relationships have been shown to increase their male partners’ 
treatment adherence (Hampson et al., 2000).  Studies have demonstrated that married 
men live healthier lifestyles, because they are impacted by their wives influence to seek 
medical care (Hampson et al., 2000).   
Women in the present study described fears of passing on their chronic illness 
through genes and they also reported fears of creating burden for their care-givers.  These 
results were supported by earlier studies which suggest that women pay more attention to 
how their health statuses impact the lives of their families and personal relationships 
(Hampson et al., 2000).  Parents experience feelings of guilt when children inherit a 
disease from them (Lundman & Jansson, 2007).  Because women are often more 
relational and focused on the well-being of their family members (Hampson et al., 2000; 
Yoder, 2003), this issue of passing on disease may be especially relevant for them 
(Lundman & Jansson, 2007; Yoder, 2003).   
A complex relational dynamic emerges between individuals living with chronic 
illness and their caregivers (Bekelman et al., 2011).  While studies show that individuals 
living with chronic illness present with higher rates of depression (Bekelman et al., 
2011), their caregiver counterparts also demonstrate increased prevalence rates of 
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depression (Anthony-Bergstone et al., 1988; Bell, 2011; Pinquart & Sorensen, 2003).  
When women patients become aware of the distress they place upon their caregiving 
families (Bekelman et al., 2011; Hampson et al., 2000), feelings of guilt and shame are 
apt to follow (Lundman & Jansson, 2007; Yoder, 2003).  Because women are socialized 
to be aware of relational dynamics (Yoder, 2003) and wellness (Hampson et al., 2000), 
the impact of women’s health on families and interpersonal relationships appears to be a 
salient issue for this group of individuals (Hampson et al., 2000; Yoder, 2003).     
  While women in the present study did not explicitly disclose fears about their 
personal safety as a member of a vulnerable population, there have been studies which 
emphasize the intersection of disability and gender as increased risk factors for 
susceptibility to violence (Rio Ferres, Megias, & Exposito, 2012).  One of the 
participants in the current study self-identified as a Black woman who was struggling 
with diabetes and complications of blindness.  While she did not report fears about her 
safety, she did disclose that she remains cautious about how much and with whom she 
self-discloses, particularly about her disabilities.  Her reservations may be well-
warranted.  A study was conducted in Spain which examined gender-based violence 
toward women who identified as having visual and physical disabilities (Rio Ferres et al., 
2012).  The study revealed that this population of women living with visual and physical 
disabilities experienced higher rates of violence than women in the general population.  
These women were also reported to be more reliant on caregivers and had financial 
stressors which increased their vulnerability (Rio Ferres et al., 2012).  The United 
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Nations (2006) conducted a similar study which revealed that when compared to able-
bodied women, more than half of women who self-identified as living with some form of 
disability reported being the victim of physical violence.  Martin et al. (2006) reported 
that women with disabilities are four times more susceptible to becoming victims of 
sexual assault than women who do not have disabilities.  In light of these risk factors, 
although participants in the present study did not explicitly report acts of abuse, it is 
important to highlight the vulnerability persons of disability experience, particularly 
women with disabilities.           
Trauma   
An examination of trauma portrayed a variety of factors contributing to traumatic 
responses involving: stigmatization, development of fearing hospitals, affective 
responses, and physical pain.  Participants expressed a broad range of symptoms of 
traumatic stress including: anxiety, panic, depression, loss, grief, humiliation, shame, 
guilt, confusion, and suicidal feelings.  Participants’ olfactory, auditory, and visual senses 
appeared to become engaged as evidenced by how they described things smelled, 
sounded, and looked at the moment of receiving news about their health and during 
experiences of procedures and office visits.  Daily tasks also appeared to create triggers 
of traumatic stress when participants were faced with frustrating reminders of personal 
physical limitations.  Consider that Joseph is also required to put his hands down into an 
opening of a patient’s mouth.  While a mouth is a very different type of opening than the 
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opening of his lawnmower, there is an experience of reaching into some form of an 
opening, which may serve as an unconscious trigger for Joseph.     
The current investigation discovered traumatic stress expressed among many of 
the participants.  This finding is not surprising when considering the first diagnostic 
criteria for post-traumatic stress disorder stated in the Diagnostic and Statistical Manual 
of Mental Disorders (American Psychiatric Association, 2000) is that:  
the person has been exposed to a traumatic event in which both of the following 
were present: (1) the person experienced, witnessed, or was confronted with an 
event or events that involved actual or threatened death or serious injury, or a 
threat to the physical integrity of self or others, (2) the person’s response involved 
intense fear, helplessness, or horror (p. 467).  
 
However, this finding was particularly salient when one participant described believing 
that PTSD was a diagnosis reserved for veterans coming back from combat and seemed 
to perceive that PTSD could only occur under the psychological distress of a warzone.  
Initially, he did not appear to consider that veterans returning from war may not only 
experience trauma associated with combat, but that veterans may also develop PTSD as a 
result of a sudden onset of disability status.  Subsequently, he struggled at first to believe 
he was wrestling with features of PTSD until his wife investigated symptoms of the 
diagnosis online.  There are many Veterans hospitals which devote specialized health 
psychology care for treatment of chronic illnesses, disability, and PTSD (Sayer et al., 
2011).  Veterans hospitals do a good job of recognizing how these issues intersect for 
returning veterans, and the literature review pointed out how health psychology in the 
civilian sector is becoming more widely recognized (Taylor, 2006).  Thus, the findings in 
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the present study clearly suggest that healthcare providers continue keeping an eye out 
for symptoms of traumatic stress when working with civilian patients struggling with 
chronic illness and disability issues.  These issues will also need to be considered in light 
of the new fifth edition of the Diagnostic and Statistical Manual of Mental Disorders 
(American Psychiatric Association, 2013).       
Power and Control   
Experiences of perceived power and control over participants’ bodies and their 
lives, was a prevalent theme across all the data sets.  The essential phenomenon of power 
and control embodied a variety of contributing factors which included: side effects and 
comorbidity of conditions, financial stressors, experiences of earning life, burdening 
fears, treatment compliance, and perceptions of positive and negative attention.  Prior 
studies have demonstrated how side effects and comorbidity of conditions create loss of 
power and control feelings (Bayliss et al., 2003; Kent et al., 2010; Rainer et al., 2010).  
Successful treatment of one illness may serve to undermine treatment of another leading 
to experiences of futility and frustration for healthcare providers and patients.  Side 
effects which emerge from treatment of disease may generate larger problems than the 
illness itself (Bayliss et al., 2003).  Patients may take back a sense of power when making 
decisions about how they wish to prioritize and navigate these health dilemmas (Bishop 
et al., 2008; Taylor, 2006).   
Multiple health issues frequently results in increased cost producing loss of 
control feelings related to financial stressors (Knapp et al., 2010; Shattner & Shahar, 
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2011; Yu & Petrini, 2010).  Chronic illness may require cutting back hours in 
employment for both patients living with chronic illness as well as for individuals who 
provide care to patients.  These issues exacerbate financial strain and may create a sense 
that the illness dictates employment decisions and how money is spent.  Individuals 
facing these challenges may subsequently experience loss of power and control to the 
demands set forth by the illness (Knapp et al., 2010).  Consistent with previous studies 
(Leach & Shoenberg, 2008; Devins & Edworthy, 2000), the present investigation 
demonstrated that the ability to exercise power and control over participants’ lives was 
important for emotional and physical well-being.  Loss of control over functioning, 
physical pain, and affective responses such as panic attacks, created marked 
psychological distress among many participants.  
Studies have shown that transplant recipients may wrestle with feeling 
undeserving of an organ donation (Rainer et al., 2010).  In order to overcome these 
struggles of worth, recipients may regain a sense of control by attempting to earn the 
organ donated.  Transplant recipients often report feeling empowered through acts of 
altruism and charitable behaviors (Rainer et al., 2010).  These issues were supported in 
the current study by perhaps one of the more compelling findings.  Two participants 
expressed that they wanted to earn their increased wellness.  These two individuals 
described their experiences as though their destinies were shifted by life-saving means 
and a newfound ability to function at a much higher degree.  They seemed humbled by 
how quickly able-bodied privilege could be taken away from them.  Being in awe of this 
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power created a need to feel worthy of life changing experiences and recovered 
physicality.  Participants appeared to assert power and control over their life changing 
events by focusing on helping others.    
An organ transplant recipient described living for three people while a participant 
who overcame paralysis felt he should give back to others in order to earn his good 
fortune and health.  This raises questions about experiences of privilege.  While able-
bodied people may never consider a need to earn the privileged health afforded to them 
(Bethune-Davies et al., 2006), in the present study, participants felt a need to earn the 
same level of privilege that able-bodied individuals routinely experience.  Reframing this 
idea another way, developing values of humility and not taking health for granted may be 
a benefit when individuals living with chronic illness and disability realize the privileges 
that come with health.  
When individuals living with chronic illness pay attention to achieving symptom 
reduction, tune into bodily changes, and focus on overall wellness they may gain a sense 
of empowerment over their experiences (World Health Organization, 2006).  The present 
study found that some participants emphasize feeling more in control when they can 
direct when, how, and what type of attention is paid to them.  Some participants described 
frustration with outside attention, which cast them into a more vulnerable light of being 
in the sick role.  In response to this unwanted attention, some participants exercised 
power by redirecting conversation through humor while others attempted to redirect 
attention toward their acts of service and achievements.  The most closely related finding 
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in the literature which pertains to this issue of feeling disempowered by negative 
unwanted attention is stigmatization (Allen & Carlson, 2003; Bishop et al., 2008).  
 President Roosevelt was a strong example of a man who wanted to avoid 
attention being drawn to his disability.  Rather, he wanted others’ focus to be directed to 
his policies and achievements instead of his illness.  He empowered himself by 
requesting the media not to photograph him in his wheelchair or transitioning from a 
vehicle (Black, 2003). 
Consistent with previous studies, the present investigation found that participants 
experienced a sense of personal power by taking charge of their condition by increasing 
nutrition, exercise, and attending healthcare appointments (Leach & Schoenberg, 2008; 
Prochaska & DiClemente, 1984; Prochaska, DiClemente, & Norcross, 1992; Prochaska, 
Norcross et al., 1992).  Individuals living with chronic illness who choose to be self-
disciplined about treatment protocols have been shown to have more positive health 
outcomes (Bunzel & Laederach-Hoffmann, 2000; Prochaska & DiClemente, 1984).  By 
adhering to healthcare recommendations, patients may attain a sense of empowered self-
efficacy (Diener & Dweck, 1978; Dweck, 1975) which may help offset threats to self-
image (Reynolds & Prior, 2003).  Development of healthier habits may be a way for 
patients to feel more in control of their lives (Leach & Schoenberg, 2008).     
Patients may struggle with feeling a loss of control over their bodies (Devins & 
Edworthy, 2000) and thereby wrestle with fears of burdening their caregivers (Townsend 
et al., 2006).  Because patients are focusing on their illness and experiences of pain, they 
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may be less able to provide emotional support to their caregivers (Delmar et al., 2006).  
The inability to be a source of support to loved ones may compound struggles with self-
worth, especially when patients value being helpful to others (Kralik et al., 2006).  
Caregivers have been shown to struggle more with their own issues of compromised 
health and stress than non-caregivers (Douglas & Daly, 2003).  The relationship between 
patients and their caregivers becomes a strong bond (Bekelman et al., 2011; Schattner & 
Shahar, 2011).  Therefore, when patients develop concern about how symptom 
management creates potential burden for family and loved ones, there may be increased 
feelings of loss of control for this population (Karademas et al., 2009).           
Uncertainty versus Trust   
A theme which surfaced throughout the data sets was a feeling of uncertainty 
about whether or not participants could trust and rely on their bodies to not give out on 
them.  When participants struggled to manage the bodily effects of their condition, their 
prognosis, and their daily living, they reported increased feelings of anxiety and 
depression.  Some participants wrestled with whether or not they could trust the 
recommendations made by their healthcare providers creating feelings of anguish and 
uncertainty while other participants raved about the level of trust they experienced with 
their healthcare professionals.   
Themes of uncertainty and loss emerged in previous studies, particularly when 
daily routines became obstructed (Lundman & Jansson, 2007).  When basic functioning, 
such as, bending, balance, and energy levels were challenged, patients developed 
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increased feelings of anxiety.  Lundman and Jansson (2007) found that patients struggled 
with sleep disturbances due to physical pain and stress.  Lack of adequate sleep increased 
fatigue which further lowered energy levels (Lundman & Jansson, 2007).  Long waiting 
periods to receive treatment such as those placed on a transplant list are at risk for 
heightened anxiety as well as those who face a poor prognosis (Kash & Dabney, 2001).  
Feelings of uncertainty were identified by Bridges (2004) as a source of psychological 
struggle when individuals living with chronic illness were in a process of bereaving the 
loss of health, transitioning in their lives, and reconstructing a new disabled identity.   
According to Waterworth and Jorgensen (2010), challenges with uncertainty 
appear to especially impact the elderly.  Losing the ability to engage in former hobbies 
and personal interests as well as restrictions on leaving home and personal freedoms 
generated feelings of depression and anxiety.  However, they also found that this 
population sought entities they could put their trust in.  Loved ones, in-home caregivers, 
and healthcare providers served as sources of hope and support for elder patients.  Some 
elderly patients sought to feel grounded by continuing to create projects still within their 
capability, which helped to overcome feelings of not trusting a declining body.  Self-trust 
was created by focusing on what was still possible for this group (Waterworth & 
Jorgensen, 2010). 
Leach and Schoenberg (2008) suggested that patients coped better when they 
were able to trustingly rely on their healthcare providers.  When patients struggle to trust 
in their healthcare providers they may also turn to other places to restore feelings of trust 
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including sources of spirituality (Leach & Schoenberg, 2008).  The ability to trust 
physicians and nurses strengthens patients’ use of services enhancing overall wellness 
(Taylor, 2006).  Developing self-trust by focusing on alternative areas of personal ability 
(Waterworth & Jorgensen, 2010) and forming trust with healthcare providers or through a 
sense of spirituality appear to be important aspects of overcoming feelings of uncertainty 
and increasing positive health outcomes (Leach & Schoenberg, 2008; Taylor, 2006).    
Invisibility versus Visibility of Chronic Illness and Disability   
The results of the present investigation are supported by previous studies which 
articulate the challenges of having either an invisible or visible disability (Allen & 
Carlson, 2003; Richardson et al., 2007).  Fears of losing employment and anxieties about 
social stigma may be incentive to conceal the illness (Allen & Carlson, 2003).  
Individuals who have a traumatic brain injury may struggle with balance and slurred 
speech.  These individuals may be misperceived as intoxicated and subsequently met with 
critical opinion (Harder, 2009).  Other issues of physical appearance may present barriers 
for developing peer relationships, especially for adolescents and young adults.  Illnesses 
which are more difficult to disguise, such as epilepsy may create challenges for young 
people who are trying to make new friends and fear rejection due to stigma (Taylor et al 
al., 2008).  Conversely, Stone (2005) found that young women who survived a stroke 
experienced struggles with stereotypical assumptions that strokes are a disease which 
only afflict elderly populations.  Women in the study were challenged with being 
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recognized as having legitimate limitations because they appeared to be young (Stone, 
2005). 
Meanwhile, many individuals with an invisible disability attempt to pass for 
someone in the able-bodied group to avoid experiences of prejudice and inequity 
(McDonald, Keys, & Blacazar, 2007).  However, concealing the illness comes at a price 
of maintaining a level of deception, which can also be corrosive to intimate relationships 
(Taylor et al., 2008).  These individuals repeatedly process feelings of anxiety about 
when, how, and with whom to selectively self-disclose.  Energy generated from a 
constant vigil of impression management may become exhausting (Matthews & 
Harrington, n.d.).   
Invisible chronic conditions may create barriers to demonstrating the legitimacy 
of an illness making it difficult to convince others that accommodations are warranted 
(Richardson et al., 2007).  When a disability is visible, others may be conscientious of 
what the individual is incapable of performing and will be more lenient.  However, when 
the disability is invisible, others may not be immediately cognizant of the possible 
challenges and may be more apt to ignore or dismiss the difficulties facing this group 
(Braithwaite & Japp, 2005).  Because these individuals do not readily appear disabled, 
sick, or injured, this issue puts them at risk for healthcare providers and loved ones 
failing to attend to the individual’s needs (Sturge-Jacobs, 2002).  In such cases, having 
the ability to demonstrate physical evidence may be more beneficial (Vamos, 1993).  One 
participant described his anxiety about needing to prove his disability when parking in a 
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disability parking space or using his wheel chair at the gym.  Another participant 
described his anxieties when his disability was exposed to strangers while carrying out 
basic daily living tasks, such as, paying with a credit card.   
Implications for Practice 
 One of the most important clinical implications found in the current study 
pertained to treatment compliance.  Participants appeared to be more invested in 
treatment compliance when their symptoms became markedly worse generating increased 
limitations and decreased functionality.  It is not surprising that changes in severity level 
would play a motivating factor in adherence to treatment protocols.  However, it may 
lend support to advocates of preventive medicine who emphasize educating patients on 
potential risk factors of their conditions (Ashley & Rankin, 1988; Center for the 
Advancement of Health, October, 2002; Fielding, 1978; Taylor, 2006).   
 The present investigation also revealed that perceptions about the relationship 
between personal power and independence and treatment compliance may be closely 
intertwined.  One participant felt as though he was treated like a child when his 
physicians and loved ones asked him to take medicine, even though it could prevent 
organ rejection.  He described that he “didn’t like being told what to do” and, therefore, 
he reported that he would “stubbornly dig in his heels” and do the opposite.  He asserted 
his personal power and independence by choosing to ignore prescribed instructions.  
Meanwhile, another participant described feeling empowered by adhering to treatment.  
She reported feeling as though taking her medicine and exercising was a way she could 
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“take back [her] life.”  She could “take charge” of her situation by doing something for 
herself, which gave her feelings of power, control, and increased feelings of 
independence.  These two participants had such different experiences of the same 
phenomenological processes and responded in drastically opposing ways.   
 These discrepant reactions among participants may be explained by the strategies 
employed by healthcare providers and loved ones advocating for participants’ treatment 
adherence.  In the current study, participants reported different approaches from their 
healthcare providers and social support.  Participants appeared to be more compliant 
depending on how treatment protocols were marketed and prescribed to them.  Framing 
treatment protocols as an opportunity for patients to gain back some independence and 
control may be more motivating than merely telling patients what to do (Taylor, 2006).   
Participants may have reacted to simply being handed a list of instructions which 
may emphasize the power differential between healthcare providers and their patients, 
creating wider gaps in provider-patient relationships.  On the other hand, collaborating 
and motivating patients by empowering them with choices and a sense of self-control via 
treatment adherence may elicit improved compliance and outcome results.  The 
participant who was most adamant about refusing treatment adherence was an organ 
transplant recipient.  This self-report was alarming given that a lack of treatment 
compliance has been cited as a large cause of death among transplant recipients (Bunzel 
& Laederach-Hoffmann, 2000).  Studies parallel the current findings by demonstrating 
that perceptions of personal power and control contribute to efforts of self-discipline 
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improving treatment compliance (Prochaska & DiClemente, 1984; Prochaska, 
DiClemente, & Norcross, 1992).   
 The current study also found that visibility of the disability makes an impact on 
patients.  Participants described feelings of embarrassment when side effects of their 
medications drew attention to changes in their body.  Participants reported feelings of 
shame and anxiety when they experienced a reemergence of symptoms requiring the use 
of crutches.  This issue is important for healthcare providers because fluctuations in 
symptoms may lead to increased need for changes in medication as well as medical aids 
and devices, which expose the illness.  Harder (2009) reported that individuals with 
disabilities often struggle with others’ prejudicial attitudes and misconceptions about 
disabilities.  A traumatic brain injury may impair speech leading others to believe the 
individual is intoxicated and, therefore, undeserving of assistance.  Individuals who are 
deaf may be perceived as unemployable.  While it may be helpful and necessary to 
prescribe new medications and medical devices, such as a cane or a walker, to patients, it 
may also be helpful to consider discussing the impact these changes and devices may 
have on patients.  The shame of using devices which inadvertently reveals a health 
condition may impact patients’ social experiences, employment, self-worth, and, 
subsequently, treatment adherence (Harder, 2009).  One participant in the present 
investigation refused to use a wheelchair despite how it may have served his functionality 
and daily living.  Providing a safe space to explore what revealing an illness may mean to 
patients at the time of prescription appears to be important.  
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 A finding revealed among participants in the current investigation was a strong 
desire to be informed and to know what they could predict about their conditions.  Many 
participants described feelings of anxiety about wondering whether or not they could trust 
their bodies to not fail them.  Anxieties were expressed about differing treatment opinions 
and varying ideas about prognoses.  The future would appear uncertain and unstable, 
creating feelings of loss of control and power.  This finding echoed other studies which 
found that individuals wanted to discuss their prognosis with their doctors (Ahalt, Walter, 
Yourman, Eng, Perez-Stable, & Smith, 2011).  Ahalt et al. (2011) found in their study that 
individuals preferred to be informed in order to make medical decisions, to prepare for 
death, and to enjoy the time remaining.  While discussing poor prognoses and 
unfavorable predictions may be hard conversations for both healthcare providers and 
patients, it would appear that being informed may help empower patients to make 
decisions about how they wish to live their lives given the context of their health (Ahalt 
et al., 2011).   
 The current investigation found that many of the participants struggled with 
symptoms of traumatic stress.  Trauma issues had a significant impact on multiple 
participants’ ability to sleep, eat, remain calm, and function in their daily lives.  One 
participant mentioned briefly to his primary care doctor that he was having symptoms of 
depression and was placed on an anti-depressant for a short duration.  However, he 
stopped the medication and did not discuss his symptoms any further with his doctor or 
his loved ones.  Yet, he continued to struggle alone with panic attacks and feelings of 
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traumatization.  This finding provides support for facilities which are moving towards a 
more interdisciplinary approach in which medical personnel work closely with 
psychologists (Cameron et al., 2011; Sayer et al., 2011; Zen, Whooley, Zhao, & Cohen, 
2012).  Medical doctors, physical therapists, and nurses may be the first healthcare 
providers who are in contact with patients when traumatic symptoms emerge.  Referring 
patients to psychologists helps to intervene by providing more holistic care.  On the flip 
side of this coin, when psychologists encounter trauma in patients, identifying 
appropriate referrals to medical professionals is also of key importance (Cameron et al., 
2011; Sayer et al., 2011; Zen et al., 2012).      
 In a similar vein, not surprisingly, the current investigation revealed that talking 
helps.  Many participants discussed having family, friends, support groups, and online 
organizations where they could reach out to others and share their feelings.  Some 
participants stated that the interview itself was a source of comfort by having an 
opportunity to more fully explore their inner experiences.  One participant was 
considering cancelling her spiritual retreat due to anxieties about her diabetes acting up.  
However, she reported that the experience of the interview provided her a space to 
discuss her internal process with these issues and upon conclusion of the interview she 
changed her mind and decided to attend the retreat.  This finding also provides support 
for medical and mental healthcare providers to work closely together to treat the whole of 
the person by listening to how the individual experiences the phenomenological process 
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of living with chronic illness and disability from multiple angles (Cameron et al., 2011; 
Taylor, 2006). 
 A theme which emerged for some participants were reports about how they 
formed a relationship with their bodies.  This essential experience echoed prior research 
which endorses use of the biopsychosocial model as a framework for practice (Hoffman 
& Driscoll, 2000).  The present investigation revealed that participants appeared to 
become in tune with their bodies as a way to monitor symptoms, to become motivated to 
adhere to physical therapy and other forms of treatment compliance, and described this 
attunement as a facet of their overall wellness.  Psychologists and other healthcare 
providers may benefit individuals living with chronic illness and disability by exploring 
the mind-body connection as an important aspect of promoting positive holistic health 
(Taylor, 2006).       
Implications for Counseling Psychology 
 Counseling psychologists provide significant contributions to individuals living 
with chronic illness and disability through their focus on multicultural competency, which 
seeks to address issues of marginalization and oppression frequently encountered by this 
group (Gelso & Fretz, 1992; Kivlighan, Coleman & Anderson, 2000).  Individuals living 
with chronic illness and disability are often faced with needing to adjust their work lives 
from full-time to part-time or they may need to change careers entirely in order to 
accommodate the needs of an illness (Gray & Fossey, 2003).  Therefore, this population 
may benefit from counseling psychologists’ understanding of vocational issues and how 
362 
 
career impacts functioning and well-being (Osipow & Fitzgerald, 1996).  Fears about job 
loss and concerns about requiring changes in accommodations in the workplace were 
described by participants in the present study, which emphasized a need for the role 
counseling psychologists may play in supporting individuals who struggle with chronic 
illness and disability. 
 Counseling psychology may benefit this population through the field’s strength-
based approach (Gelso & Fretz, 1992).  Individuals living with chronic illness and 
disability experience feelings of loss due to a reduction in functionality or changes 
brought about by the onset of a diagnosis (Covinsky et al., 2003).  Because these changes 
can produce feelings of distress, redirecting energy toward what continues to remain 
within individuals’ capability may be more fruitful (Kim et al., 2008).  Focusing on how 
these changes can bring about positive meaning-making help reframe negative 
experiences for these individuals (Lundman & Jansson, 2007).  Counseling 
psychologists’ emphasis on positive coping may help usher in new hobbies which may 
not have been pursued prior to the onset of disease (Lundman & Jansson, 2007).  This 
strength-based focus helps this group see not only personal vulnerabilities and 
limitations, but counseling psychologists may aid in shining a light on personal strengths 
which generates healthy creative adjustment and compensation (Wampold, 2000).  
 The present investigation discussed age differences and how the point of onset of 
disease impacts how the diagnosis may be experienced.  A counseling psychology 
perspective may benefit these individuals through its recognition of developmental 
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processes depending on illness onset and age factors (Gelso & Fretz, 1992).  Counseling 
psychology illuminates areas for growth and change, which is particularly relevant for 
this population because commonly there is a need to respond to the demands of the 
illness, shifts in employment status, adjustments in partnerships and families, and a 
reconstruction of identity (Wampold, 2000).  
 Counseling psychologists would further benefit individuals living with chronic 
illness and disability by focusing on contextual factors including vocation, family life, 
community, and how these individuals may fit into the wider system of healthcare 
(Bayliss et al., 2003; Gelso & Fretz, 1992; Kent et al., 2010).  Participants in the present 
study described having many various and competing roles within their families, their 
jobs, and organizations.  These issues emphasized how counseling psychologists may 
positively serve this group by addressing contextual variables which compound the 
challenges of living with chronic illness and disability (Friedlander & Tuason, 2000; 
Gelso & Fretz, 1992; Taylor, 2006).   
Because the role of counseling psychologists serve multiple needs for this 
population, it is important for them to be prepared to operate effectively within an 
interdisciplinary forum (Taylor, 2006).  Therefore, in the broader scope of the field of 
psychology, practitioners are advised to consult the APA’s (2013) Guidelines for 
Psychological Practice in Health Care Delivery Systems.  Attention to these guidelines 
promotes psychologists’ ethical collaboration within multidisciplinary positions.  
Psychologists contribute to healthcare systems by monitoring changes in behavior and 
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affect, increasing communication with patients, recognizing the intersection of 
multicultural identities, and contextual issues pertaining to caregivers in relation to 
patients (APA, 2013).  Furthermore, psychologists need to be aware of the factors and 
concerns needing to be addressed which are identified by the Guidelines for the 
Assessment of and Interventions with Persons with Disabilities (APA, 2012).  It is 
important that psychologists remain informed about the unique issues this population 
faces and how the field seeks to strengthen services to this group.  Clear recognition and 
dedication to upholding these guidelines is highly recommended for ethical and effective 
practice (APA, 2012).      
   Psychologists would also benefit from consulting the APA’s (2007) Guidelines for 
Psychological Practice with Girls and Women before beginning work with women who 
struggle with chronic illness and disability; these guidelines have a specific section 
dedicated to this topic.  Women within this population may be prone to feelings of 
concern about how their illness will impact their relationships and family members 
(Bekelman et al., 2011; Hampson et al., 2000).  As women tend to be focused on the 
welfare of their families (Yoder, 2003), women within this group may be apt to 
experience fears about their children inheriting their disease (Lundman & Jansson, 2007).  
Research has shown that women who live with chronic illness and disability are at higher 
risk for sexual assault and abuse (Rio Ferres et al., 2012).  Therefore, review of the 
guidelines for women and girls will likely enhance the effectiveness of treatment (APA, 
2007). 
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 The present investigation underscored the intersection of multicultural identities 
and how diversity variables may become challenging to navigate and balance for this 
population (Sue & Sue, 2003).  Psychologists would further benefit from additional 
review of the APA’s (2003) Guidelines for Multicultural Education, Training, Research, 
Practice, and Organizational Change for Psychologists.  These guidelines encourage 
psychologists to be mindful about potential biases and attitudes about diversity variables 
which may impact the therapeutic relationship and therapy work.  Treatment efficacy is 
enhanced when psychologists explore their deficits in cultural awareness and become 
open to acknowledging how multicultural identities may compete and generate distress 
for this population (APA, 2003).  Increased knowledge and commitment to understanding 
multicultural variables is particularly relevant to individuals living with chronic illness 
and disability who often experience oppression and stigma (APA, 2003; Gelso & Fretz, 
1992; Sue & Sue, 2003).   
 There were several clinical issues raised in the present study.  Traumatic stress 
symptoms appeared in multiple cases.  Therefore, therapies which utilize exposure-based 
treatments that are conducted in conjunction with relaxation strategies (Bourne, 2005; 
Maharishi Mahesh Yogi, 1963) would likely benefit this group of individuals.  The 
present study also demonstrated how physical pain was associated with traumatic stress.  
Assessment and monitoring of pain through pain management programs (Vendrig, 1999; 
Taylor, 2006) may be helpful in attempting to prevent and ease symptoms of trauma 
366 
 
(Dahl & Lundgren, 2006; Follette & Pistorello, 2007; Luoma, Hayes, & Walser, 2007; 
Strosahl & Robinson, 2008).   
Developing the ability to sit with the illness and form a positive relationship with 
the body may help form acceptance of physiological changes (Chiesa & Seretti, 2011; 
Dahl & Lundgren, 2006).  Subsequently, holding a perspective, such as, the 
transtheoretical model of behavior change which considers how these individuals may 
experience their illness differently depending on where they are at in readiness to accept 
the diagnosis, prognosis, and treatment plan is important (Prochaska, DiClemente, & 
Norcross, 1992; Prochaska & Norcross, 2003).  Given that many of the participants 
described a here-an-now psychological process in relationship to their illness, employing 
mindfulness techniques which emphasize a present-oriented focus would appear to be a 
strong fit for this population (Kabat-Zinn, 1994).  Furthermore, utilizing a 
biopsychosocial model which recognizes the complex nature of the mind-body 
connection from a holistic perspective would benefit this group (Taylor, 2006).  The 
participants in this study described these layers through the physical demands of the 
illness, psychological adjustments made, and how these individuals managed their illness 
within a context of family, career, and community.  Therefore, a biopsychosocial 
approach would be helpful in addressing how biological, psychological, and social 
processes interweave in a multifaceted way (Taylor, 2006).   
In a related manner, issues of trauma, psychological adjustment, and forming 
acceptance of the illness (Follette & Pistorello, 2007) may be well-suited to client-
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centered therapy.  A client-centered approach would provide these individuals a space to 
share their inner experiences and feelings of vulnerability.  This group would be afforded 
the opportunity to explore their strengths and opportunities for growth and change within 
a client-centered framework (Taylor, 2006).  Participants in the current study discussed 
how their illnesses and disabilities created strain on their interpersonal relationships and 
families.  Therefore, family therapy which targets how the illness impacts the family may 
also be beneficial (Wilson & Ampey-Thornhill, 2001).     
Implications for Research 
 A number of potential areas of future research emerged from the present study.  
These include animal-assisted therapy, sexuality, traumatic stress, and social location 
factors. 
Animal Assisted Therapy 
During the phase of incubation, the primary researcher reflected on personal 
essential components of the phenomenon under investigation and related strongly with 
the participants.  However, the primary researcher felt one important element may have 
been missed for exploration in the current study, which was the question of animal 
assisted therapy in conjunction with chronic illness.  This inquiry could have easily been 
a dissertation by itself and may be a point of future scientific endeavor.   
The present investigation noted the primary researcher’s heuristic perspective that 
pets played a key role in bolstering against feelings of isolation and psychological 
distress.  Lundman and Jansson (2007) similarly found that social support and caring for 
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pets provided psychological relief for individuals living with chronic illness.  The 
literature has reported that pets have been associated with lowering blood pressure of 
children and fewer fatality rates among cardiac arrhythmia patients (Friedmann, Katcher, 
Thomas, Lynch, & Messent, 1983; Friedmann & Thomas; 1995).  Giaquinto and 
Valentini (2009) reported that pets provide increased quality of life, which bolsters 
against feelings of depression.  Pets provide feelings of attachment and affection which 
may strengthen patients’ emotional well-being and overall health (Giaquinto & Valentini, 
2009).  While none of the participants in the current study specifically mentioned pets as 
a source of support, there were no inquiries about this phenomenological aspect.  
Examining how pets may function as a source of support for individuals living with 
chronic illness may be a viable place for future research.     
Sexuality and Disability 
 Another area for future research which was not explored in the present 
investigation is sexuality and disability.  One of the participants mentioned that he 
required an erection in order to advance from an internal catheter to an external Texas 
catheter, but the impact these issues had specifically on his sexuality was not discussed.  
Some studies have found that individuals who identify as disabled are socialized with 
messages that they do not have the same sense of sexuality that able-bodied individuals 
experience and are often misperceived as asexual beings (Esmail, Darry, Walter, & 
Knupp, 2010).  Assumptions about sexual dysfunction impairing sexual fulfillment have 
surfaced in the literature along with identified fears of partnering with persons of 
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disability for fear of becoming a caregiver (Esmail et al., 2010).  Physiological 
difficulties may be coupled with issues of traumatic stress and depression compounding 
sexual performance challenges (Cameron et al., 2011).  Because issues of trauma and 
depression often accompany the onset of a sudden disability and because human sexuality 
is a basic function of human experience, future exploration of the intersection between 
disability and human sexuality appears to be warranted.   
Traumatic Stress and Social Location 
 Prior studies have emphasized the compounding effects of how multiple 
oppressed identities intersect generating psychological distress and challenges in 
accessing resources for individuals living with chronic illness and disability (Gelso & 
Fretz, 1992; Leach & Schoenberg, 2008; Sue & Sue, 2003; Wilson & Ampey-Thornhill, 
2001).  The current investigation echoed these findings when participants described 
struggles with racial, class, and gender diversity variables complicating the experiences 
of their chronic illnesses and disabilities.  Because these diversity issues appeared to be 
salient in the current study and have demonstrated relevancy in the literature, further 
investigations which continue to endorse multicultural competency and explore ways of 
increasing support for individuals who experience multiple layers of diversity including 
chronic illness and disability is pertinent.  
One participant was identified as an outlier participant because he self-reported 
high levels of traumatic stress symptoms.  Unlike many of the other participants in the 
study who reported longer durations of experiencing their illnesses and disabilities, he 
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reported that the onset of his disability was comparatively more recent.  It is unclear 
whether or not his psychological distress was a reflection of being in an earlier phase and 
transition when compared with the other participants.  However, an alternative 
explanation may suggest difficulties with adjusting to changes in social location, as he 
shifted from being at the top of the cultural hierarchy in the dominant culture to 
identifying as a person of disability.  Therefore, it is possible that his traumatic 
symptomatology may be compounded by a marked shift in his social location and 
difficulties in adjusting to these abrupt changes.  On the other hand, his traumatic stress 
may also be explained by the violent nature of having his fingers amputated by a 
lawnmower.  Perhaps it may be a combination of these factors.  Nonetheless, future 
investigations are called for to examine marked shifts in social location as a result of 
chronic illness and disability, which may compound traumatic stress.     
Desire to Live 
 A large body of literature exists which indicates many patients with chronic 
illness or disability would prefer to die in order to end their suffering (Chochinov et al., 
2005; Field & Cassel, 1997; Hendry, Pasterfield, Lewis, Carter, Hodgson, & Wilkinson, 
2012; Waterworth & Jorgensen, 2010).  However, participants in the current investigation 
revealed a strong desire to live.  One participant reported she would rather live with 
compromised health than hasten to death.  It may be argued that the participants in the 
present study were not in severe enough pain and personal suffering to desire death.  
However, still another participant self-disclosed immense physical pain, poor prognosis, 
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and considerable psychological distress as a result of her cancer.  Yet she continued to 
persevere and insisted that she would keep fighting to live regardless of her personal 
suffering.  While there is a large body of research which explains and provides support to 
patients desiring end of life (Chochinov et al., 2005; Field & Cassel, 1997; Norris et al., 
2005; Reinke et al., 2010), there may be a need to examine what factors lead to decisions 
to sustain life.  Clarifying these variables may strengthen healthcare providers’ ability to 
provide care to individuals living with chronic diseases, particularly those who are living 
with fatal diseases (Field & Cassel, 1997).  Understanding the reasoning that underlies 
both desires may improve meeting the needs of these individuals (Reinke et al., 2010).    
According to Goodridge et al. (2009) more than half of the nurses in their study 
believed that the lives of COPD patients’ were unnecessarily extended.  More than 90% 
of patients dying in ICU units were reported to not be involved in end-of-life decision 
making processes due to cognitive impairments.  Fewer than 10% of patients in their 
study had an advanced directive (Goodridge et al., 2009).  Future research may be called 
for which carefully examines the beliefs and attitudes of healthcare providers and the 
impact these attitudes have when they do and do not match attitudes expressed by 
patients about quality of life and end of life decisions. 
Limitations 
 It is important to point out that while qualitative methodology is merited for its 
strengths in unearthing depth of material, the present study was limited by the 
methodology utilized because it is not generalizable beyond the eleven participants 
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examined (Patton, 2002).  Where qualitative research seeks to promote detailed 
descriptive understanding of the phenomenon in question, it does not predict outcomes 
nor does it generalize to the larger population.  However, quantitative studies utilizing a 
larger sampling size may be benefitted by exploring inquiries unearthed from rich 
material excavated in qualitative research studies, including findings presented in the 
current investigation.  Had the present investigation employed a mixed method approach 
combining quantitative methods with the qualitative method used, results may have 
yielded more themes and would have strengthened generalizability.       
 Efforts were made by word of mouth to recruit a diverse sample of participants in 
terms of genders and sexual orientation.  There were six men and four women who all 
reported being heterosexual.  One participant self-identified that his sex is female, but his 
gender is female-to male-transgender.  He reported being partnered with a woman, and 
identified his sexual orientation as heterosexual.  Therefore, while there was diversity in 
gender identification, all 11 participants self-identified as heterosexual.  Subsequently, 
another limitation of the present study was that none of the participants identified as a 
non-heterosexual orientation, which further impeded generalizability of the investigation. 
 Similarly there were limitations in ethnic groups.  Only two ethnic groups were 
represented in the current study, which included Caucasian and African American 
participants.  The study was predominantly Caucasian, and included eight members of 
this ethnic group.  The remaining three participants self-identified as African American or 
Black.  Despite efforts to include other ethnically diverse individuals, phenomenological 
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processes about how other individuals of color may experience chronic illness and 
disability went unexplored due to recruitment limitations.          
  Another demographic variable which may have enhanced the present study 
would have been data collection on class and socio-economic status.  Because this 
variable was heavily noted in the literature (Bishop et al., 2008; Gulley et al., 2011; Kent 
et al., 2010; Knapp et al., 2010) and it was touched on in some of the individual 
depictions during the present investigation, demonstrating more explicitly how class 
impacts experiences of chronic illness and disability may have made the current study 
more fruitful.   
It may also be noted that while there was a large range in age differences among 
the participants, no children or adolescents were included in the current investigation.  
Results indicated that developmental factors and age of onset appeared to impact how 
participants experienced their chronic illnesses and disabilities.  Some participants 
referenced their childhood and adolescent experiences of chronic illness, but focus 
remained primarily on experiences which took place in adulthood and were occurring at 
the point of interview.   
It should also be noted that a self-selection bias may have occurred in the present 
investigation.  While it is methodologically ethical to utilize only those who volunteer, it 
may also create a skewed perception of the phenomenon.  In other words, individuals 
who are more self-disclosing may be more apt to participate than individuals who are less 
open about their internal processes.  This possibility means a body of data among less 
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self-disclosing individuals living with chronic illness and disability may still exist but 
remains unexamined.   
Finally, the archival data utilized in the present investigation was collected 
through the use of in-person interviews while the more recent three interviews added to 
the study were interviewed by phone.  While the three new interviews appeared very 
forthcoming in their interviews, there remains the possibility that a phone interview felt 
less personable and may have yielded less self-disclosure.  Phone interviews could have 
impacted the results due to the primary researcher missing non-verbal cues, which in turn 
could have led to follow-up inquires that may have deepened the material shared.   
Conclusions 
The purpose of the present study was to discover the phenomenological essence 
of living with chronic illness and disability and how this population creates meaning from 
these experiences.  Ten composite themes emerged across the participants’ interviews, 
including isolation versus being alone, resignation versus acceptance, external-denial 
versus internal coping, distancing from symptoms versus symptom management, coping, 
identity, trauma, power and control, uncertainty versus trust, and invisibility versus 
visibility of chronic illness and disability. 
These 10 composite themes appeared to be universal among the 11 participants.  
Clarifying each of these themes was important in order to truly understand the 
phenomenon under investigation.  The experience of living with chronic illness often 
revealed a complex, embodied dialectic between individuals’ internal worlds of 
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cognition, emotion, traumatic experience and value struggles with the domains of their 
external world: familial and friend relationships, work, and the broader culture.  The 
inescapable physicality of the body’s limitations and even more strikingly, its potentials, 
were touchstones to which participants, of necessity, returned in this difficult dialogue.  
Experiences of chronic illness and disability intersected with other facets of gender and 
cultural identities, creating an intricate sense of self in relation to others.  A dynamic 
emerged in which the inner world-view of participants did not always match that of 
others’ perceptions and expectations of what it truly is like to live with chronic illness and 
disability.  When these richly complex internal dynamics met with the external culture, 
various employment challenges, and changes in interpersonal relationships, participants 
expressed a wide range of positive and negative thoughts and feelings. 
Although suffering with illness may at times be something painful and fearful, it 
may also provide a pathway to reprioritizing goals, values, personal philosophies, and 
way of living and being.  In the face of struggles and adversity, participants were resilient 
and formed a sense of purpose for themselves.  Throughout this purpose-making process, 
these individuals would reconstruct their identities and overcome their challenges.  The 
ability to form self-acceptance, humility, compassion, and patience was a moving 
testament to the human spirit.  The present investigation illuminated that a lack of able-
bodied privilege does not necessarily equate reduced quality of life.  Rather, this study 
revealed that in some ways experiencing chronic illness or a disability sheds light on how 
to fully embrace living.  The present investigation emphasized that not only is the final 
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outcome important, but the emotional journey and psychological process itself is also 
relevant to understanding how individuals move through suffering to form holistic 
healing.  Finally, this study was launched to provide a source of caring and support to 
individuals who live with chronic illness and disability.   
While this study highlighted participants’ vulnerabilities, these vulnerabilities also 
unlocked how they demonstrated courage and strength.  Seeing through the eyes of these 
individuals helps create insight into how they form meaning, coping, and a way of being 
in the world.  These findings were presented in the hopes of generating not only empathy, 
but also respect for how these individuals live their lives.  It is hoped that psychologists 
and other healthcare providers may form increased understanding about the unique 
experiences these individuals face.   
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The six semi-structured interview questions are provided here in the following: 
 
1.) I’m wondering if you could help me better understand your specific situation by 
sharing your diagnosis and tell me about your illness.   
 
2.) How do you cope with chronic illness? 
 
3.) What are the hardest things for you, living with chronic illness? 
 
4.) Sometimes people feel very isolated from others when living with chronic illness.  
Some people experience a strong connection from describing a solid support system.  
Some experience both isolation and close relationship experiences.  I’m wondering how 
you would describe your experience of isolation and connection with others, and how that 
ties to your illness.  
 
5.) Some people want to “hide” or “mask” the illness in some way.  They prefer others 
know very little about their illness and want their identity to be recognized in other ways.  
Other people are very open to being public about their symptoms and experiences.  They 
see their illness as an expression of their identity.  I’m wondering how chronic illness is 
expressed or not expressed for your identity. 
 
6.) Often there is an ebb and flow process with chronic illness.  There may be shifts in 
how you experience yourself; sometimes strong, sometimes weaker.  I call this your sense 
of personal power.  I am wondering how you have experienced personal power across the 
lifespan of your illness.         
 
Examples of Supporting Probes for Main Questions 
If you can, describe an example of that experience. 
Tell me more about that experience. 
Tell me a story about that experience. 
What feelings came up for you when you had that experience? 
What ran through your mind during that experience? 
What else, if anything, could you tell me about that? 
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Sex:   ___ Female  ___ Male   ___ Intersex 
Gender:   ___ I am a man   ___ I am a woman  ___ I am 
transgender 
Age:    _______ 
Ethnicity:  ___ Hispanic/Latina/Latino/Hispanic American 
___ African/African American/Black 
   
___ Native American 
___ Asian/Asian American 
___ Caucasian/White 
___ Biracial/Multiracial/Multiethnic 
Specify___________________________________ 
___ Other 
Specify____________________________________ 
 
Sexual Orientation: ___ Heterosexual  ___ Gay ___ Lesbian  
   ___ Bisexual    ___ Questioning___ Queer 
 
Relational Status: ___ Married/Live together    ___ Partnered     ___ Single 
___ Divorced/Separated        ___ Widowed    ___ Other 
 
Years you have lived with diagnosis of some type of chronic illness:_____ 
 
Type of chronic illness: ________________________________________ 
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Texas Woman’s University 
Consent to Participate in Research 
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Title:     A Phenomenological Study of Chronic Illness 
 
Research Team Members 
 
Primary Investigator: Sheila Pogge, MA…………………… smpogge@yahoo.com  
319/431-2018 
Advisor: Sally Stabb, PhD……………………………………………sstabb@twu.edu 
940/898-2301 
Research Team Member (Results Analyst): Keidy Ding, PhD…...kding@twu.edu 
214/762-7738 
Transcriptionist: Anne Downing…………………………………ADowning@twu.edu 
940/898-3326 
 
Explanation and Purpose of the Research 
 
You are being asked to participate in a research study for Ms. Pogge’s 
dissertation at Texas Woman’s University.  The purpose of this research is to 
explore the experiences of living with chronic illness.  You have been asked to 
participate in this study because you have identified yourself as an individual 
living with chronic illness. 
 
Description of Procedures  
 
As a participant in this study you will be asked to spend a maximum total time 
commitment of 1 ½ hours of your time.  You will be asked to spend one hour of 
this total time commitment in a face-to-face interview with the researcher.  A 
summary of your interview will be sent to you for your review; this may take an 
additional 5-30 minutes of your time, depending on how much you want to say.  A 
brief form asking you about your demographics will be administered to you and 
collected by the researcher prior to beginning the actual interview.  The 
researcher will ask you questions about your experiences of living with chronic 
illness.  You and the researcher will decide together on a private location where 
and when the interview will happen.  You and the researcher will decide on a 
code name for you to use during the interview.  The interview will be audio 
recorded and then transcribed from the audio tape so that the researcher can be 
accurate when studying what you have said.   
 
Potential Risks 
 
The researcher will ask you questions about your experiences of living with 
chronic illness.  The researcher will ask you questions about how living with 
chronic illness impacts you, how you cope and manage, and how your 
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experiences of living with chronic illness affect your experiences of relationships 
and sense of outside support.  A possible risk in this study is that by focusing on 
your experiences of living with chronic illness it may open old wounds or 
aggravate feelings of frustration and loss and may not sufficiently be resolved.  
When you become emotional or feel uncomfortable, then these feelings will be 
attended to by the researcher throughout the study in the most sensitive manner 
possible.  Upon conclusion of each of the interviews, the interviewer will check in 
with you to process any residual feelings to help transition you back to your 
regular daily routine. In response to these feelings, the primary researcher will 
take as much time as necessary to attend to these issues before, during, and 
following the interview to minimize this risk to you.  A list of counseling referrals 
will be provided and discussed with you.       
It is possible that you may become tired or upset.  Therefore, you may take 
breaks as needed and you may also stop answering questions at any time and 
end the interview.   
 
Another risk in this study is loss of confidentiality.  There is a potential risk of loss 
of confidentiality in all email, downloading, and internet transactions.  
Confidentiality will be protected to the extent that is allowed by law.  The 
interview will be held at a private location that you and the researcher have 
agreed upon.  A code name, not your real name, will be used during the 
interview.  Transcripts and demographic forms will be assigned the selected 
pseudonyms to de-identify you as an increased measure to reduce the risk of a 
breach in confidentiality.  No one but the researcher will know your real name.  
Only the researcher, her advisor, the research team member, and transcriptionist 
will hear the tapes or read the written interview.  The tapes, demographic forms, 
and the written interviews will be stored in a locked cabinet in the researcher’s 
home office.  Informed consent letters will be separated from the transcripts and 
stored in a separate file within the locked box. The demographic forms, 
documents, and the written interviews will be shredded within 5 years after the 
study is finished and tapes will be erased.  Consent forms will not be shredded 
and will be turned into the Institutional Review Board (IRB) at the closure of the 
study.  The results of the study may be reported in scientific journals or presented 
at a professional conference, but your name or any other identifying information 
will not be included. 
 
The researchers will try to prevent any problem that could happen because of 
this research.  You should let the researchers know at once if there is a problem 
and they will help you.  However, TWU does not provide medical services or 
financial assistance for injuries that might happen because you are taking part in 
this research.  
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Participation and Benefits 
 
Your involvement in this study is completely voluntary and you may withdraw 
from the study at any time.  Following the completion of the study you will receive 
a $5.00 gift card for your participation.  If you would like to know the results of this 
study we will mail them to you.* 
 
Questions Regarding the Study 
 
You will be given a copy of this signed and dated consent form to keep.  If you 
have any questions about the research study you should ask the researchers; 
their phone numbers are at the top of this form.  If you have questions about your 
rights as a participant in this research or the way this study has been conducted, 
you may contact the Texas Woman’s University Office of Research and 
Sponsored Programs at 940-898-3378 or via e-mail at IRB@twu.edu. 
 
 
 
 
_______________________________________________________________ 
Signature of Participant                                                      Date 
 
 
 
 
 
*If you would like to know the results of this study tell us where you want them to 
be sent: 
 
Email: ________________________________ 
Or 
Address: ______________________________ 
                
               ______________________________ 
 
               ______________________________ 
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Referral Agencies 
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Denton: 
 
University of North Texas Psychology Clinic  
Terrill Hall  (940) 565-2631 
 
Texas Woman’s University Counseling & Family Development Clinic 
Human Development Building (HDB Bldg)  (940) 898-2600 
 
 
Dallas / Fort Worth Area: 
 
Galaxy Counseling Center   
Garland, Texas    
(972)-272-4429    
 
Counseling Institute of Texas  
Garland, Texas    
(972)-494-0160    
 
National: 
 
American Psychological Association Referral Service 
1-800-964-2000 
http://locator.apahelpcenter.org/ 
 
National Register of Health Service Providers in Psychology 
http://www.nationalregister.org/ 
 
American Board of Professional Psychology Directory of Specialists 
http://www.abpp.org/abpp_public_directory.php 
 
 
 
 
 
